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PREFACE

'the information contained in tllis report represents an initial
effort to ~lnswer an intriguing questi()n: How can an advisory council
e£[ecLively influence the operation of programs and agencies over
wbich it possesses relatively little fiscal control? Hare spe..:ifi
cally, this question is raised within the context of a state planning
and advisory council for developmentally disahled citizens. The
question emerged in reaction to a federal mandate that such councils
be responsible for statewide planning and evaluation of serviCE'S for
dEvelopmentally disabled people, even though these councils administer
or.ly a very small proportion of the dollars that are spent for such
serviCI=S throughout the sta teo

In an attempt to implement this mandate concerning planning
and eVdluation, the Oregon Developmental Disabilities Council and the
Research and Training Center in Mental Retardation at the University
of Oregon have collaborated on a Federally supported project to design
an effective planning and evaluation strategy that might be used by
dEvelopmental disabilities ccuncils throughout the country. The
first year of this project, ~hich is the subject of the present report,
scowed progress in implementing the planning part of the strategy.
NExt YI~ar'~; effort will be ccncentrated on evaluation activities.

ParI: One of this report describes project activities, and Part
T,,·o reproduces traini.ng mater ials that have been developed to assist
dEvelopmental disabilities cc'uncil members in understanding the pro
pcsed "trategy. The appendices include materials that were produced
b) the Ore~~on Council in the course of implementing the strategy.

The staff of this project are particularly grateful to a
TIL'rnber of people for their irvaluable assistance throughout the past
YEar. ~lembers of the Oregon Council, while never reluctant to offer
ccnstr'lctive criticism, have always been highly supportive of our
effort3. The staff of the Oregon Council, especially Mr. David
Pe,rter, have provided us with assistance in many areas, and next
year Mr. Porter will be devoting half of his time to this project at
Cc·unc i l expense. Dr. Terry Eidell helped us greatly in conceptualiz
irg th,e strategy and working toward its implementation through a
SEries of t<orkshops. And finally, we are most grateful to Sharon
Bebic and .fulie Pryor for attending to the many details of the day to
dey project administration.

A.S.H.
K.D.F.
J.N.N.

i
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INTRODUCTION

Background Information

On Friday~ October 30, 1970, President Nixon signed into law
tt,e De~elopmental Disabilities Services and Facilities Construction
Act (Public Law 91-517). This legislation, which significantly
e1'_panded the scope of the Mental Retardation Facilities Construction
Act of 1963, was designed to provide states with broad responsibility
[clr pLanning and implementing a comprehensive program of services for
dE'velopmentally disabled citizens. Moreover, the new legislation
authorized a formula-grant program to stimulate the construction of
filcilities and the provision of services fOT all persons with
d"velopmental disabilities, thereby broadening considerably the scope
of earlier programs by including not only the mentally retarded but
a1.so those suffering from ceJ·ebral palsy, epilepsy, and other neuro
logical handicapping conditions.

Current statistics from the Department of Health, Education
alld Welfare estimate that 8.1 million children and adults in the
United Sta tes suffer from developmental d isabil ities. Of this number,
approximately six million are mentally retarded, one million are
e],ileptics, 700,000 suffer from cerebral palsy, and one million are
al:fected with other neurological handicaps ()riginating in childhood,
bllt excluding blindness or deafness. Moreover, it is unfortunately
c"mmon for severely developmentally disabled individuals to suffer
ii·om two or more debilitating conditions. In general, the more serious
ti,e disability, the more likely it is that the afflicted individual
wlll be multiply handicapped.

In order to receive federal aid under this program, each
s~ate must establish a plannLng and advisory council that can prepare
and evaluate annually a comprehensive state plan for meeting the needs
of itE developmentally disabled citizens. Each annual plan must
d,escri be:

1. The current statu; of statewide facilities and services
for the developmentally disabled, including the quality,
extent, and scope of those services provided under the
following federally assisted programs:

a. Education for the handicapped
b. Vocational rehabilitation
c. Puhlic assist3nce
d. Medical assistance
e. Social services
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f" Maternal and child health
g" Crippled chi ldren' s services
h" Mental health and mental retardation programs
i" Other related programs the council deems necessary

2. The methods that will be used by the state to assess how
effectively it is currently meeting the needs of indivi
duals with developmental disabilities, including:

a" a definition of the population to be served, with
appropriate baseline information;

b.. a determination of needs; and
c.. a description of each service program and the proce ....

dures for evaluating its accomplishments"

3. The policies and procedures that will be employed by the
state as it expends funds made available under the Ac t,
including its designation of priorities for allocating
such funds.

In addition to carrying out the above responsibilities, the state
planning and advisory council must inform its public about current
services and facilities available to developmentally disabled people;
it must develop general planning and program policies for sueh
services; and it must stimulate local planning to assure coordination
of all program activities.

Statement of the Problem

Within this broad range of responsibilities, the mandate to
state DD councils with respect to evaluation is especially far reaching
and complex. Each council is required to evaluate how well existing
services meet the needs of developmentally disabled citizens through
out the state. This overall task clearly requires several inter
mediate steps. The needs of the developmentally disabled must be
ascertained from both local and statewide perspectives. The pre
valence of the developmentally disabled must be determined, and an
inter-agency format for reporting data must be developed to facilitate
evaluation of client services. A strategy must also be developed
and implemented to integrate these various tasks. And finally, since
the usefulneBs of any strategy depends upon how well it is under
stood, train:lng procedures and materials must be developed that will
acquaint council members with both the strategy and their role in its
implementation.

The basic purpose of this project, therefore, has been twofold:
(1) to investigate a strategy that can be employed by state develop
mental disab:llities councils to meet their responsibilities with
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respect to plannIng and evaluation; and (2) to develop and fleld
test training procedures that can be used by councils to acquaint
themselves with this strategy.

A Promising Source of Ideas

Nearly all of the requirements placed upon state develop
me'ntal disabilities councils reflect their need for systematic pro
cedures fDr identifying needs, evaluating programs, and allocating
rE'sources <In the basis of we]l-developed data systems. Developing
sume form uf a planning-programming-budgeting system (PPBS), there
f()r~. seemed to be the most useful way to help councils meet their
cllallenge. The relevance of PPB syslems to the needs of such councils
i>; evident from the literature (see, for example, Lyden and Hiller
[:968], and Novick [1965]), especially from the field of public
education where forms of PPBS have been applied in operational set
t:Lngs that are quite similar to those of a state developmental
d,sabilities council.

Careful review of thi~; literature reveals, however, that the
Silme model does not underlie all educational PPB systems. Some, for
iIlstance, are based on the o]~iginal PPBS model developed in industry
and then later employed in the federal government; e.g., ERMS (Edu
c.ltional Resource Management System), developed by the Research
Corporation of the Association of School Business Officials (Curtis,
1971). Other PPB systems de"igned for publ lC schools are based on
a somewhat different concept; e.g., SPECS (School Planning, Evaluation,
and Communication System) de'leloped at the Center for the Advanced
Study of Educational Administration, University of Oregon (fidell and
N,gle, in press).

The first of these approaches to PPBS defines a clearly linea~

flow (,f organizational decision-making starting with the identifiC'at:-ion
of neE~ds or gOLlls, moving through their refinement, and resulting
eventually in prescriptions Eor specific operating programs and spe
cific performance objectives within each program. Subsequent evaluation
of thE' achievement of performance objectives provides management with
input for revising either goals or operating programs.

The second approach to PPBS involves three non-linear components
or activities in which decision-making is not centrally contrt5Tted--;---'

J
one of these components is concerned with assessing an organization's
needs and defining its goals. A second component focuses on planning
and evaluating within the organization's operating programs. The
third component monitors the outcome of the other two components
c;;nwlUouslY' in an effort to maintain, by influencing resource allo
cations, the best possible "match" between the organization's needs
or goals and the outcomes of its operating programs. Figure 1 depicts
these two different approaches to PPBS.
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Figure 1
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f/'<J-\ Fur ther analysis of these two approaches and their orig j ns
0) suggests that the usual PPBS model is particularly applicable to

organizations in which rnanagpment is highly centralized and has
authority not only to regulate, but to define and implement particular

, programs. By contrast, the ~;PECS model seems most applicable to
r) /""":' organizations in which managt·.ment has responsibility for coordinating
f.. (1/Iprograms with needs, but lacks absolute author i ty over what ac tually

occurs in those programs. In such organizations, management can
influence operating programs only indirectly by providing hard data
on the discrepancies which exist between identified needs and current
p)'ogram outcomes.

A state developmental disabilities council closely approximates
tI,e role of management in thcs second, modified approach to PPBS.
Although the SPECS training naterials have not been directly applicable
to council activities, for tlley are designed specifically for public
schools, the basic concepts underlying those materials have been
extremely useful throughout this project, and the SPECS operational
dtlCUments have provided an e:tcellent point-{)f-departure in our
dl~velopment of training materials and procedures for state and local
DIJ councils.

Prt)ject Objectives

Exploring the feasibiLity of a PPB system for DD councils and
d4:?velcping effective trainini~ procedures for members of those councils
could not have been accompli.:;hed in a vacuum. We were therefore
e~tren~ly grateful for the opportunity to collaborate throughout the
y,=ar 'dth the Oregon Developmental Disabilities Council in translating
t,e rn0dified PPBS model into a strategy Eor planning and evaluation
83 well as a set of training procedures and materials. More specifi
cally, we have worked to achieve the following seven objectives.

1. The Oregon Developmental Disahilities Council will hecome
aware of its role with respect to evaluation and involved
~e implementation of this role.

2. The state council ~ill identify. delineate, and prioritize
its own perceptions of the needs of the developmentally
disabled in Oregon.

3. Local developmental disabilities committees will identify,
delineate, and prioritize their perceptions of the needs
of the developmentally disabled in their localities.

4. Local needs of the developmentally disabled will be
assessed in terms of the opinions of practitioners who are
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serving the developmentally disabled in var lous publlc
and private agencies.

6.

The state council wiLL arrange for the development of a
st.andardized format. for est.ablishing a common data base
t.hat. can ident.ify and t.rack t.he services that are being
provided to the developmentally disabled in Oregon.

The state council will arrange for the development of a
format for evaluating the effectiveness of projects that
are funded in accordance with the developmental disabilities
state plan.

7. The state council will begin to exert its managerial role
with respect to systematic program evaluation.

Pro j ec t Se t U.!!Z.

Oregon ranks t.enth among the states in total area (96,981
square miles) spanning 395 miles from east to west and 295 miles from
nort.h to south. Its outstanding geographic feature Is the Cascade
Mountain range, which runs north and south for the length of the state
100 miles inland from the Pacific Ocean. The area west of the
mountains has a generally madera te clima te and is well supplied with
water. The remainder of the st.ate, comprising approximately two-thirds
of its total area, experiences great.er extremes of climate and has
many arid regions. Approximately two-thirds of the state's current
population of 2.1 million residents live in urban environment.s,
Portland and Eugene-Springfield being the largest of these areas.
Most of Oregon's residents live in the western third of the state,
bet.ween the Cascades and the Coast Range.

With respect to developmentally disabled citizens in Oregon,
the following prevalence estimates have been calculated by applying
national prevalence rates per thousand to the 1970 Oregon Census data
(State of Oregon Comprehensive Developmental Disabillties Plan.
1972):1

lThese particular data represent low estimates of published
prevalence ranges; other data available vary by as much as 30,000
individuals, particularly with respe(~t to the prevalence of mental
retardation in the state.
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l. Cerebral Palsy -- 6,251
2. Epilepsy -- 10,452
3. Mental Retardation -- 37,039

Comparlng these prevalence estimates with available data on agency \
services to developmentally disabled clients, the 1972 State Plan
states "that approximately 70% of the developmentally disabled in
Oregon are either undiagnosed or receive no specialized services" (p.
5" ) .

Within the state, tho,e agencies directly responsible for
acministering the state developmental disabilities plan include the
Cc~prehensive Health Planning Authority and the State Mental Health
Division. Comprehensive Health Planning, which is concerned with
all health-related activities in the state, is the designated planning
agency; the Mental Retardation Services Section of the State Mental
Hf'alth Division is the designated agency for administering special
cc'nstruction and service projects funded by the Developmental Dis
al,ilities legislation.
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METHODOLOGY AND RESULTS

The seven objectives of this project were approached through
a series of activities that included two workshops for Oregon's state
developmental disabilities council, individual workshops for three
of the state's local developmental disabilities committees, and a
statewide survey of practitioners and experts in the field of develop
mental disabilities. Furthermore, these various activities, and the
project objectives related to each, !,.;rere organized into four major
activity clusters reflecting the SPECS model of PPBS:

1. Overall Strategy for Planning and Evaluation.

Objective 1: State council awareness of and involvement
with its evaluation role.

2. Assessing Needs, Defining Goals, and Setting Priorities.

Objective 3: Local committees' ranking of needs in their
communities.

Objective 4: Practitioner assessment of local needs.

Objective 2: Council's statewide ranking of needs.

3. Monitoring On-Going Programs and Proj ec ts.

Objective 5: DevE~lopment of format to track services to
developmentally dJ_sabled people.

Objective 6: Development of format for evaluating develop
mental disabilities formula-grant funded projects.

4. Management and Program Evaluation.

Objective 7: Development of council's management role in
program evaluation.

Strategy Development Activities

As indicated earlier, the major goal of this project was to
d"velop and pilot-test an ov"rall strategy that will help state coun
e Lis monitor and evaluate the effectiveness of on-going programs and
activities for developmentally disabled people. More specifically,
an attempt has been made to adapt a particular model of PPBS developed
f"r schools to the special needs of a state DD council. Once



--ll--

developed, the model was then presented and pilot-tested with the
Oregon DD Council. Accomplishment of the project's first objective
involved five activities: (a) adaptation of the SPECS model of a
PPB system, (b) conducting an Lnitial workshop for the Oregon state
developmental disabilities council, (c) development of an Lnitial set
of instructional materials, (d) conducting a second workshop for the
Oregon council, and Ce) revision of the instructional materials.

Development of the Overall Strat~

Development of a modified PPB system for a state DO council,
including development of procedures and materials to explain it, began
in July and August 1972. After reviewing the literature related tc,
planning and evaluation and studying the organizational and informa
tional needs of a state council for the developmentally disabled,
basic PPBS concepts were translated into a strategy that spoke
directly to the needs of a state DD council.

Oregon's State Counc i.l Se.£!ember Worksh2£-

The first of two workshops for the Oregon state developmental
disabilities council was hf.~ld near Bend, Oregon, on Septembey 14-16,
1972. After presenting our initial design for an evaluation strategy,
feedback was sought on both the content of the strategy and our plans
for the remaInder of the project year. 11: was important to know,
for example, whether the strategy addressed adequately all oE the
council's inJ:ormatic,nal needs. Council members were also asked for
suggestions eoncerning how to refine the procedures and materials
that had been used to explain the strategy. And, perhaps most
important, council support for implementing the strategy dur Lng the
remainder of the. year was requested and obtained. Nineteen mernberf.
of the Oregon Council attended the workshop. (See Appendix A for
detailed information about workshop's participants and its agenda
of ac tivi ties. )

Reactions to the workshop's activities were generally posittve.
Most participants found the topics informative and relevant, and
regarded the discussjon sessions and small-group exercises as parti
cularly helpful in promoting a common awareness of the caUDell's
needs with respect to planning and evaluation. Reactions to the
strategy itSEelf werE' especially useful, suggesting simplif Lcati on in
some areas, but also elaboration upon the methods which a deve]opmen
tal disabilities council might use to effect change in servjc.e deliverv
patterns to clients.
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Initial Development of Instructional Materials

On the basis of the reactions received during the September
wcrkshQp, the basic strategy was revised and an initial set of training
materials was developed for explaining the refined strategy to members
of a DD council. Based upon positive experience with handouts and
transparencies during the September workshop, it seemed that a slide
tcpe presentation would be the most effective and efficient way to
provide groups with an initial overview of the strategy. Accordingly,
a narr.ltion explaining the strategy and an accompanying set of slides
WE're developed in preparatior for the second workshop for Oregon's
State Council.

TIL~ril Workshop for Oregon's State Council

This workshop was helc. on April 13-14, 1972, in order to share
our revisions of the strategy and our newly developed instructional
materials with the Oregon State Council. Most who attended the first
wurkshop also attended this second one, and their reactions and
comments proved to be particularly helpful as a foundation for revising
tlte slide-tape presentation. For example, they indicated clearly
tbat the 40 minute length of the presentation would have to be shortened
greatly in order to arouse tbe interest and involvement of trainees.

F:.nal Revision of Instructional }laterials

Incorporating feedback from the April workshop participants
and from project staff, the slide-tape presentation was further
revised and shortened during May and June of 1973. The final slide
tape kit is now available to other developmental disabilities councils
f'"om the director of this prllject. Its script is included in Part
TI/o of this report.

Needs Assessment, Goal Definition, and Priority Setting Activities

A state developmental disabilities council of twenty to thirty
people should not have sole responsibility for identifying needs and
formulating goals and prioril:ies for all developmentally disabled
individuals in its state. Just as important as the views of state
council members are the views of regional developmental disabilities
commit tee members, prac ti tioners in the field, and developmen tally
dlsabled people themselves. Therefore, as part of this project, both
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survey and w'Jrkshop procedures have been developed and pilot -tested
for obtaining each of thest' various point::; of view.

The September Worksh(~)r Oregon's State Council

During the September workshop, council members were lntroduced
to an initial series of pr()cedures that had been designed to assess
needs and set goals at both regional and state levels. Workshop

I
particiPants were also asked to simulate the procedures by identify
ing what they then considered to be the most critical needs of
developmentally disabled people in Oregon.

After dividing into three small groups, participants ",ere asked
to generate ,i!Jnswers to the ques t ion, "Wha t do you regard as the mas t

important goals to be achieved for developmentally disabled pe('ple
in Oregon?" For each goal, participants were asked to indicate a
referent or topic that was specifically related to a service or problem
area, and then to generate a statement about that referent describing
some preferred condition. As participants generated these goal
statements, they Wel"e recorded on large newsprint sheets.

Within these same small groups, participants were next asked
to examine each of I:he generated goal statements for clarity. Any
statement that was not understandable was discussed, paraphrased,
and revised until its author's meaning was clear to others in the
group. All of the goal statements were then collated and a single
list of "related goa.l-sets" was developed and presented to the total
council. Council members were invited to rate the importance of each

~
goal statement, and the ten most important goal statements were rank
ordered from first to tenth.

I

Although some probll~ms were uncovered that :later required
modification of these goal-setting procedures, council members
reacted quite positively to them and gave approval to their continued
use -- with three r(~.gional comrni ttees and again with the state council
.later in April.

Goal-Setting_Workshops for Three Regional Committees

In November, December, and January, 1973, goal-setting work
shops were conducted for regional DD committees that were established
in three of Oregon's fourteen local administrative districts of the
Oregon Comprehensiv" Hea.lth Planning Authority. F-Lgure 3 indicates
all fourteen districts and highlights the three that were involved.
The workshops were conduc tE~d in Por t land. Eugene, and Bend.
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The purpose of thesl- 1 workshops was two-fold: (1) to prnvidl::'
local, grass-roots perceptions of the needs of developmentally
disabled people to the stale develorrneutal disahillt.ies council; and
(2) to stimulate thl?: organization of permanent local eorrunittees that
could coordinate services for developmentally disabled people and
reduce service gaps at a lClcal level.

To the extent possihle, the three local committees were
organized in accordance with Oregon's guidelines f(l! the state
developmen tal disabi li ti,es council which sugges t:

1. At least 51% consumers (i.e., nonproviders) of servlces.

2. A minimum of l5 members.

3. Representatives from each of" the following prnvi(ler agencies:

a. Special Elju~ation

b. Vocational Ilehabilitation
c. Maternal and Child Health
d. Community Mental Retardation
e. Publ:lc Welfare
f. Children'::> :;ervices
g. Crippled Children's Divi.sion

4. Two representatives from each of the following groups:

a. Epilepsy League of Oregon
b. United CerebraL Palsy Association
c. Oregon Associat ion for Retarded ChLJ..dren

5. Two consumer representatives.

6. Additiona.l COllsumer or prov] der represelltat ives !;o lon,Q
as a consumer m;ljority was maintained.

In each region, the selec.t:ion of committee members was coordinated hy
the local Comprehensive Health Planning staff. As indicated in Table
1, two of the three committees failed to achieve the desired balancE'
between consumers and provIders.

To identify and assign priorities to regional goals for
developmentally disahled p"ople, the thre,e regional committees employed
a set of procedures si.milar to those employed by the state council
during the September workshop. Some st2PS in the process were
modified on the baslf; of past experience, but the basic pro(:ess
remained essentially cornman tn all four groups.



Table 1

Data on Selection of
Participants for Regional Workshops

Number of Participants

Regional
Committee

Region 2

Region 5

Region 10

Coordinators
and Assistants in
Participant
Selection

Hazel Warren
(Metro-Portland CHP
s taf f)

David Porter
(State DD Council staff)

Luci lIe Russell
(Lane Co. Mental Health)

Tom Nugent
(Lane Co. Mental Health)

Russell Reeck
(CHP staff)

Art Tassie
(Central Oregon
Opportunity Center)

Providers

15

18

13

Consumers

13

11

15

Total

28

29

28

Workshop
Location
and
Dates

Portland
(Ramada Inn)
Jan. 5-6, 1973

Cottage Grove
(Village Green)
Dec. 15-16, 1972

Bend
(Sunriver)
Nov. 10-11, 1972

I....
cr
I



Workshop ~?articipants met in small groups to addrl~ss tht:,

question, IIWhat do you corLsider to be thA. most impor tant
problems faced either hy developmentally disabled indLvi
duals you know personally or by most developmenta lly
disabled people in your particular region of the ::3tate?,r

Each group formulated its answers in the form of a referent'land comparable statements of "what is" and "what is prpf ferTed" regarding each referent.

'1

\~J
\/ / l.

/ , -'
J .'

,
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Iworking in the same smaLL ~r()ups, partie ipants :at~d.each
problem-statement for Cl,Jt"lty. Based on these Indlvuiual
ratings, group members discussed, paraph-rased, and revised
each problem-statement so th,'t it was clear both to members
of that group and to at Least one of the workshop's
staff members.

3. Workshop staff then collected the individual problem
statements and, by combining related statements and
deleting redundancies, developed a series of llexpanded
problem-statements. 11 (For an illustrati'Jn t)f the procedure
u ed to de.velop these l1expanded problem-statements,!! see.
Part II, Section Two of this report.)

4. IThe expanded problem-statE'ments were then presented to
\the total committee and rated and discussed with respect
to their clarity, truth, and accuracy of col]_atjo~. In
effect, participants were asked to develop 3 shared
understand.ing of the cumulative list. As revisions were
necessary, they were of course made.

A Survey of Practitioners and Expert~

To determine tbe needs of developmentally disabh'd people as
perceived by those who did not partleipate in local committee work-·
shops, a statewide survey was conducted of practiti,)ners ~nd experts
throughout Oregon. The survey had a two-fold purpose: (1) to "nE'nl
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practitioners and experts across the state to the need for clear
gc,als to help direct the state council; and (2) to provide the state
council with information about the major problems of the developmen
tG.lly disabled within each IE'gion of the state and within the three
m'cjor disability groups. These who participated in the survey included
pl'oviders of services to developmentally disabled clients and nomin
ated experts in each of the three main disability categories.

To identify the first group, two kinds of information were
sought from the eight stare-supported agencies in Oregon that provide
s"rvices to the developmentally disabled: (1) a list of personnel
kllown to be providing servicE's, and/or (2) a list of agencies, branch
off ices, etc., where personn"l supervi.sors could be asked to identify
providers of services. ThoSE:' who had caseloads of at least 20%
d"velopmentally disabled c li"nts and who expressed a wi llingness to
participate became the survey's "provider" population. They numbered
21>2 pracritioners and, as Table 2 indicates. represented all eight
sl:ate agencies. Each particJ.pant was contacted by telephone, briefly
illformed of the nature of th" survey, and asked if he would be willing
to participate.

To identify the "expert" population, the three major relevant
private organizations in Oregon (Oregon Association for Retarded
Children, United Cerebral Palsy Associ.ation, Epilepsy League of Oregon) pro
vided us with the names of 20 to 25 people whom they considered expert in
their knowledge about developmentally disabled people. Once again,
the individuals identified w"re contacted by telephone and sixty-
eight agreed to participate. Table 3 summarizes the composition of
this group and indicates a fair balance of experts representing the
three major disabilities.

Due to the uneven distribution of practitioners across the
s tate of Oregon, it became nl~cessary to collapse Oregon's fourteen
r,'gions into five for purpos"s of the survey. To identify these five,
tJtal population estimates were considered, as well as distribution
of the state's practitioners, availability of services within regions,
aod proximity to service centers. Figure 4 indicates the five survey
regions that evolved; Table 4 indicates the representation of prac
titioner groups in each of the survey regions.



Table 2

Selection Procedures Employed to Identify Respondents
Representing the Provider Population

No. of No. of
Indivi- Branch No. of
duals Offices Branch Special Partici-
Referr- Referred Offices Selec- pants
ed by by State Con tac t- tion Con- Select-

Occupational State State Office ed sidera- ed
Group Contact Office (N) (N) (N) tions (N)

I
cr-.
~ A. Vocational Terry James 23* -- -- -- 23,

Rehabilitation

B. Work Activity Robert Shook -- 25 23 -- 26
Centers

C. Mental Health Robert Shook -- 29 27 -- 33
Clinics

n
Thffi ""

Robert Shook -- 30 26 '" 48- . ~~_. -_., ,~,

Services see next
page

E. Special Ray Rothstrom 450 -- -- (2) 53
Education

F. Public William Lowther -- 35 34 -- 53
Welfare

G. Child Develop .• Rhesa Penn 23 -- -- -- 17
Clinics

H. Children's Dean Orton 9* -- -- (3) 9
Services 262
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«(ontinuatlon of Table 2)

*('riginal contacts and agreements to participate were handled by the
state office.

(]) One additional select ion procedure was employed for this group.
In an attempt to provide a rf:presentative sampling of each school
di.strict, the district contact person was requested to provide the
n;:lme of at least one teacher from each of the public schools wi thin
that district providing TMR ..ducational services.

C,) A stratified random sampling technique (based upon regional
population estimates) was employed for this group to insure a balanced
r(~gional representation.

(:I) The sample drawn from this group represents the most serious
Il_mitation of the survey. The appropriate state office issued a
r"quest to its seven regional offices asking them to provide the
n"mes of persons meeting the aforementioned criteria. Only three of
tile seven regions responded, with a total of 9 persons identified.
T.me restrictions did not permit a follow-up effort to determine or
increase the degree of representation.
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Table 3

Data on the Selection of
Respoadents Representing the Expert Population

Disability
Category

Mentally
Retarded

Cerebral
Pa Is ied

Epileptic

Number of Indivi-
Nominators duals Nominated

Thomas Higley 26
(OARC)

David Kullo-
watz (OARC)

Walter Fuhrer
(M-CARC)

Richard 20
Mathewson
(UCP)

Richard
Mitchell
(UCP)

James Watson 23
(ELO)

Betty Stokes
(ELO)

Number of Individuals
earticipa~inJL _

26*

20*

2i*

*Original contacts and agreemel1ts 1:0 participate were, in part.
handled by the nominators.
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Table 4

Practitioner Representation in the Five Survey Regions

Practitioner Groups

'""" '" '" I
e ;>. .r:: " .... 0-

.", '" '" 0 '" o OJ

'" ..... '"" ..... .... '"" u
'"" '" ;> '" '" '"" "' .....'" '" ..... OJ '" " OJ

;> "" ..... '" :r: u OJ 0 ::>; OJ .",
" OJe'"" u OJ OJ " OJ '"" .", "' .... OJ OJ

.", ..... ..: .... '"" u 00 u '" '" u U .... U
"'..0 OJ "' ..... '" .", .", '" ..... 00 00 .....I

'" '" "'" '" '" " :> u u ,.., '"" '" ,.., ;>
'-'~l u.r::

.... " " ..... ~~ OJ "
..0 .", " .", .... Total RegionalN

o '" o OJ OJ,"" 0.00 " .r:: OJ .r:: OJ, Survey Regions >'" ::>;U ;r:u r.n~ p., u S UUJ Representation

Region 1
(state regions 1, 3) 7 9 5 5 9 8 8 3 54

Region 2
(stote region 2) 5 5 10 7 20 8 9 3 67

Region 3
(state regions u, 5) 5 2 3 13 8 3 34

Region 4
(state regions 6-8) 4 4 8 8 8 18 50

Region 5
(state regions 9-14) 2 6 7 15 8 16 3 57

Total Group
Representation 23 26 33 48 53 53 17 9 262
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A modified Delphi procedure was used to conduct the survey.
The procedures were divided into three phases of activity and required
fc'ur months to complete. The salient steps within each phase of the
survey can be summarized as follows:

Phase I: Generation of problem statements. The initial ques
tionnaire introduced t.he survey and asked participants to
generate two or three problem-statements that answered the
following question: "What do you consider to be the most
important problems faced either by developmentally disabled
individuals you know personally or by most of the develop
mentally disabled in ~rOllr particular region of the state?"
This was the specific question for practitioners; experts were
asked to answer the question in terms of their own particular
disability group -- (nentally retarded, cerebral palsied, or
epileptic). All respondents were instructed to use the same
format as that employed during the regional workshops: a
referent or topic, an assertion of "what is" with respect to
that referent and a comparable assertion of "what is preferred"
with respect to that referent. Respondents were given ten
days to return the questionnaire and were then sent a reminder
notice if they had not yet replied. A total of 210 practi
tioner and 58 expert replies were received by the Phase I
completion date, an 81)% and an 85% retur~ respectively.

Phase II: Rating of "expanded problem-statements." Of the
more than 800 problem-statements received, many either dupli
cated or related closely to others. By clustering them the
matically, edi ting th,em, and writing extended assertions of
"what is" and "what ia preferred,1I the 800 initially generated
problem-statements were reduced to 34 expanded problem
statements. These were returned to respondents for rating in
terms of importance to developmentally disabled people (or,
if an expert, to one of the specific categories of disabled
individuals) within the respondent's own region. A 0-7 rating
scale was employed: 0 indicating "no problem;1I 1 indicating
a problem, but one that is !lrelatively unimportant;1I and 7
indicating an "extremely important problem." A total of 214
practitioners and 55 experts responded to this second ques
tionnaire, an 82% and an 81% returusrespectively.

Phase II~: Rank-ordering the expanded problem-statements.
The practitioner ratings from Phase II were analyzed by combining
the responses from the respondents within each of the five
survey regions and the fourteen highest-rated problems within
each five regions were identified; similarly, the expert
ratings were analyzed separately for each of the three
respondent groups and the 23 highest-rated problems within
each three groups were identified. The eight resulting lists of
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highest rated problems were rhen sent back to their respec[ive
groups. Practitioners were :lsked to select the seven state
mentE: most importan t to deve Lopmentally disabled people wi th in
their particular regions; the experts, speaking for their
respective disability groups, were asked to select the twelve
most important problems in the ent.ire state of Oregon. The
frequency-of-selection table for each problem was then used
to rank-order all problems within each group. A total of 221
pract.itioner and 56 expert replies were received, an 85%
and an 82% return, respectively.

Eight different lists of most criti·,al problems resulted from the
survey: one for each of the five geographic regions identified for
purposes of the survey; and one for each of the three major disability
groups. (Appendix B presents the highest priority problems ident i

fied on each of the final eight lists.)

The April Workshop of Oregon 's ~tat" Council

In April 1973, a second workshop for Oregon's State Council
was conducted, this time to identify the Council's goaLs and priorities
for inclusion in its 1974 State Plan. Unlike t.heir simulated exper
jence in September, the state council nO\o1 had significant input from
three regional cOIllIl1ittees, a group of practitioners, and a group of
experts to guide them as they attempted to define or refine state
goals. (Appendix B summarizes these inputs to the state council.)

The vmrkshop began, therefore, with presentations of the datd
collected during the previous six montlls. Council members were then
asked to identify high priority goal referents and to prepare expanded
goal staternt~nts for each referent, using the statements generated by
the survey and regional workshops 1S po~nts of departure. When the
new, state-oriented statements of need had been reviewed by the full
council and clarified as necessary, council members were finaJly
asked to rank-order the full set of 5 tatements. (See Part Two, Sec t i')!1

Four for a description of specific procedures that parallel closely
those actually employed by Oregon's State Council in April i973.)
The final ranking of the (lregon Cou[lcil's top eleven referents was
as follows:
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Table 5

The Most Important Needs of the Developmentally
Disabled in Oregon as Identified and
Prioritized by the State Developmental
Disabilities Council in April, 1973

R'mk

1
2
3
4
5
6--7
6--7

8
9
In

II

Need Referent*

Coordination of services
Personal rights of the developmentally disabled
Services for pre-school developmentally disabled
Identification and diagnosis
Funds for serV:Lces
Alternative living arrangements
Counseling and training services for developmentally

disabled families
Services for post-school developmentally disabled
Job training and job opportunities
Training for the developmentally disabled with respect

to basic llving skills
General educatton programs

*"or the complete statements of need prepared by council members,
see Appendix B.

~[eparing Materials Relevant to Assessing Needs, Defining Coals, and
Setting Priorities

A set of materials, refined from those developed and tested
during the project year and completed during May and June of 1973,
include: (1) suggested small group procedures that will enable local
committees and state councils to share their perceptions of the most
important needs of developmentally disabled people in their respective
communities and states; and (2) instruments and suggested procedures
that can be used to survey the needs of developmentally disabled
people as perceived by experts or by those who actually serve them.
Sections Two, Three and Four of Part II of this report comprise
these materials.
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The ultimate reason for articulat i..n,s a set of goals and priori
ties is to enable council members to evaluate the overall effectiveness
of statewide operating programs for developmentally disabJed people.
In order to accomplish an evaluation, however, the clata geneYatf~d b~/

operating programs must bE :[n a form that permits comparison with
established goals Bn<l pri(Jrlties. One hope of this project, tllerefore,
was to assist the council in designing specific data formiits for
monitoring the outconH~S of operating programs within the state.

This proved, however, to be too large a task" Meetings willi

various state agency representatives revealed that several diffl~rent

data collection formats wert;- already being investigated fnr adoption
within Oregon. Given this situation, the staff decided that it could
be most effective by helping coordinate and facilitate efforr:s 1:0

explore these various formats.

During the year, the staff worked closely with Dr. Richard Fvman,
Chief of Research at Pacific State Hospital in Pomona, C:alif()rnia,
and developer of a comprehensive client-centered data system for
tracking services to developmentally disabled clients. The staff
also worked with Dr. Robert Schwarz, project director of " fixed
point of referral center in Eugene, Oregon, in his attempt tl) devell)p
and implement a different data systerr,.

The Oregon Mental Health Division has decided to impl"ment
Dr. Eyman's data system. The fix"d point of referral system is still
undergoing refinement and, like the Eyman system, is not yet operable
in Oregun. The state DD cOllncil is following developments in the
area of data systems closely and regards the implementation of nne as
an important goal for next year.

In the context of the. prese.nt evaluation strategy, the primary
responsibility of th" developmental disabilities council is to manage
information. More specific,llly, the council is chiefly resp()nsibJe
for examining the correspondence between the needs identified throu\Sh
goal setting activiLles and the outcomes produced by the f;tate's
operating programs. One -Lmportant goal of this project, therefore,
was to develop and fleld-te:=:t a training exercise to assist develop
mental disabilities (~ouncil~ understand and implement these managerial
(evaluation) responsibilities.
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Tile slate council begall to implement its evaluation responsi
bilities through a training exercise which offered a simulation of
th,~ evaluation process. The exercise, which was part of the April
workshop, incorporated the foLlowing specific purposes: (1) tIl
de.elop an understanding among participants of the need for adequate
data in order to achieve meaningful evaluation of goal attainment;
(2) to provide participants with a set of procedures that could be
used fClr deciding what data are needed to assess goal achievement;
and (3) to provide a reality-based experience in implementing these
procedures with respect to some high priority goals of the Oregon
Council.

The evaluation procedures developed for this exercise were
based upon both the SPECS version of a PPBS modeL and our previous
experiences in working with the Oregon State Council and local DD
committees. Three tasks were identified, each dealing with a goal
that W.1S both relevant to thE Oregon Council and illustrated one or
me re a.3.pects of the evaluation process. As council members partici
p~ted in the exercise, they were required to consider the following
qLesti'Jns:

1. Are some formats more functional than others for specifying
goals and evaluating their achievement?

2. What data were available on the designative state of each
simulation goal at: the time of its adoption?

3. What data are currently available on the designative state
of each goal?

4. If the council were to ask tomorrow for evidence of goal
achievement, what could be said?

5. Given available d;,ta, how could the present goals be
updated for potential adoption as a high priority goal for
next year?

6. Assume for a moment that the updated goals are adopted
as high priority for next year. What specific kinds and
sources of data w~uld be needed in order to evaluate
achievement?

In thi.nking through the answers to these questions in the context of
a set of simulation exercises, the members of the Oregon Council
becamt! more aware of the procedures involved in accomplishing the
task of evaluation.
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Feedback obtained from the April workshop and from project
staff was used to refine the simulation exercise materials and to
prepare them for dissemination. This activity took place during
May and June of 1973, and the product is presented in Part 1I. Sec-
tion Five of this report.
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SUMMARY, DISCliSSlON, AND FUTURE ACTIVITIES

Sun~ary of Progress

Between July, 1972 and July, 1973, the Oregon Developmental
D:.sabilities Council and the Research and Training Center in Mental
Retardation at the University of Oregon have collaborated on a project
designed to develop a plannillg and evaluation strategy for monitoring
developmental disabilities programs on a statewide basis. The pro
ject was funded by a Federal grant to the Research and Training
Center with the expectation that the strategy being developed might
b,- usable throughout the country.

The overall strategy involves three interrelated components:
planning, influencing. and evaluating. During the project year, all
three of these components were addressed, and training materials were
developed to assist council members in understanding their roJe
in implementing the strategy. Progress was made by the Oregon rouncil
ill utilizing the strategy primarily with respect to the first of the
components; i.e., planning. This progress has occurred in both the
S :ate C~uncil and within thr,'e newly established local developmental
dlsabilities committees.

The three local committees, located in Regions 2, 5, and 10 of
O".:-egon, came into existence through the mechanism of two-day \-lorkshops.
During the workshops, each cl)mmittee determined its regional priorities
for the developmentally disabled for the coming year. After the work
s lOpS, the committees remain,~d intact in order to attempt to implement
tleir programs of priorities. Although some of their efforts have
alreacy met with success, the shortage of staff support has impeded
t"e progress of which they are capable.

The State Council, at a meeting in April 1973 established
eleven goals and priorities Eor the 1974 State Plan. The opioions
of consumers and practitioners throughout the state were made avail
able to Council members in order to assist them in the planning
proceE;s.

At this point in time, the project's most significant progress
h~s b"en made with respect to the planning portion of the strategy.
Evaluation of the State Plan has not yet been accomplished. This
could be accomplished, however, with one additional year of effort.
In addition, the cyclical mechanism of the planning and evaluation
strat"gy could become more firmly established.

The second year of this project, therefore, will focus primarily
upon t:hree interrelated activities: (1) further development and
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support of regional developmental disabi llties commLttees tn Orvg(ln;
(2) full evaluation of the f)regon 1974 State Plan; and (3) e.tablishin~

goals and priorities for the Oregon ]975 State Plan.

Proj',ct Activities for the Second Year

The following work plan olltlines the major activi.ties to he
accomplished over a 12 month period beginning July 1, 1973 and ending
June 30, 1974.

I. Regional Committees
A. Provide one day per month of consultation or assistance

to each of the three existing regional commi ttees.
B. Assist in the development of flve additional regional

committees.
C. Conduct two-day goal setting workshops for each of the

five new committees, lIsing procedures that were
developed last year by the Federal project.

D. Provide one day per month of consultation or assistance
to each of the new regional committees aft they are
developed.

II. Evaluation of 1974 State I'lan
A. During July and August, 1973, collect baseline data

relating to each of the eleven priorities cont ained
in the 1974 State Plan. Provide Council with a baseline
evaluation report no later than September 15, 1973.

B. During September, 1973, distribute baseline evaluation
reports to any persons or agencies that might be
influenced to attend more closely to any or all of
the eleven priorities.

C. Between October, 1973 and January, 1974, establish
and work with whatever task forces may be needed to
improve data collection mechanisms for a follow-up
evaluation to be conducted on each of the eleven
priorities.

D. During February and March, 1974, collect data for
follow-up evaluation on each of the eleven pri.oriti.es.
Provide Council with follow-up evaluation report no
later than April 15, 1974. This report will be
incorporated into the 1975 State Plan.

E. Between April 15, 1974 and June 15, 1974, collect
baseline data relating to any new priorities t:hat may
be identified in the 1975 Stat-;-Plan. Provide Council
with baseline evaluation report no later than June 30,
1974.
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III. Goals and Priorities for the 1975 State Plan
A. Develop procedures enabling the three eXisting regional

committees to update their goals and priorities for
the 1975 State Plan. Present description of these
procedures to the State Council's steering committee
by November, 1973.

B. Develop procedures enabling the State Council to update
its goals and priorities for the 1975 State Plan.
Present description of these procedures to the State
Council's steering committee hy January 1, 1974.

C. During January and February, 1974, implement procedures
for updating goals and priorities of the three existing
regional commjttees.

D. During March 'end April, 1974, implement procedures for
updating the State Council's goals and priorities to
be included in the 1975 State Plan.

The accomplishment of this work plan will involve a collabora
tive effort between the Oregon Developmental Disabilities Council
and the Research and Training Center in Mental Retardation at the
University of Oregon. In addition to providing assistance to the
Oregon Council in completing implementation of the evaluation strategy,
the experience acquired during the second project year should permit
the completion of training materials that could be used by other
developmental disabili ties councils.



PART II

Instructional Materials
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SCRIPT OF A SLIDE-TAPE PRESENTATION
ILLUSTRATING A PLANNING AND EVALUATION STRATEGY

FOR STATE DEVELOPMENTAL DISABILITIES COUNCILS

The planning and evaluation strategy that has been developed in
this project for use by developmental disabilities councils is
derived from a modification of a planning, programming, and budget
ieg system (PPBS). The modified model applies to organizations
ir which management has only limited power -- where management coor
dinates programs with needs, but without having absolute authority
o~er what actually occurs in these programs. Management can only
irdirectly influence operatirg programs, by providing hard data on
[re discrepancies between what is needed and what existing programs
actually provide.

There seems to be a high degree of theoretical congruence
h~·tween this modification of PPBS and the organizational structure
of state developmental disabjlities councils. Because of this con
gruence, an operational strategy has been devised which details the
at tivities required of a state developmenta]_ disabilities council
in Drder to implement the PPES model. A slide-tape presentation Df
ttlLs strategy has also been c(eveloped which can be used to introduce
c(luncil tnelnbers to their planning and evaluation responsibilities.

The follDwing pages reprDduce the script of this slide-tape
presentation. Each numbered phrase~ statement, or set of statements
i" accDmpanied by a slide illustratiDn. The slide-tape kit can be
ol"dered from the project director on a cost basis.

Script FrDm the PresentatiDn

I On OctDber 30, 1970, President NixDn signed the Developmental
DIsabilities Services and Facilities Construction Act ...

2, ••• a piece Df federal legislation designed tD help states expand
slgnificantly their prDgrams for those handicapped by mental retarda
tLon, cerebral palsy, epilep~~y, and other neurological conditions.

3. In Drder to qualify for assistance under this new Act, a state
tlJday must assume considerab.Ly more responsibility than in the past
for planning, influencing, and evaluating its many on-going programs
f.,r the developmentally disabled.

4. MDre specifically, the Act requires that each state establish an
adequately staffed state planning and advisory cDuncil ...
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5. . .. which will offer local communities a greater voice Lr deter-·
mining needs, establishing J,riorities, and delivering services ...

6. . .. which will continually evaluate th" extent to which existing
services meet those needs ...

7. . •. and which will subm]_t an annual, comprehensive State Plan for
allocating resources i.n terms of cl"arly defined State priori ties.

8. In the remainder (If this presentation, we will describe one
particular strategy t.hat call be used by a state advi sory council to
meet these requirements of the Developmental Disabilities Act in a
systematic and comprehensi.ve fashion.

9. To begin, planning, influencing, and evaluating -- as they are
carried out by a state advisory council for the developmentally
disabled -- can be most usefully thought of as sequential activities.

10. Planning involves identifying needs and then establishing goals
and priorities addressed to those needs.

11. Influencing occurs prior to and dur ing the implementation of
specific programs designed to achieve those goals and priorities.

12. And evaluating requires, first, that the actual. outcomes of
programs be measured and, second, that those outcomes then b€~ compared
with the original goals and priorities.

13. Often, evaluative information leads to new planning, and so the
cycle begins once again.

14. Crucial to all t.hree activities -- planning, influencing, and
evaluating -- is the collection and use of information.

15. In a real sense~ therefore, the major task of a state advisory
council is to collect: and use information in such a way that the needs
of the developmentally disabled throughout the statE' can he accurately
assessed and met.

16. But let's now examine in some detail each of these tllree major
activities -- planning, influencing, and evaluating -- and try to
identify the specific kinds, sources, and uses of information they
require.

17. As a state advisory council begins to plan -- that is, to ldentify
needs and establish g()als 811d priorities -- it can make its lob con
siderably easier if it has four kinds of information:

18. First, informatHJn on the prevalence of developmentally disabled
individuals in the st~lte call be very helpful.
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U. One way of collecting prevalence data is to conduct a house
to-house search of some statistically representative sample of the
state's population.

2J. An alternative approach is to apply special formulae based upon
P3.st house-to-house surveys to a state's most recent census data.

21. The latter approach is certainly far less expensive than con
ducting house-to-house surveys, but it usually results in less accurate
information about prevalence, for it depends upon the generaliza
bility of earlier surveys to basic census data in different communi
ties.

22. The second kind of information that a state advisory council
needs in order to plan well is an inventory of both existing and
proposed services for the developmentally disabled clients of agencies
and facilities throughout the state.

23. (mce again, a survey Can be used to obtain the desired informa
tion ..- this time a survey of relevant agenciea to identify both the
servic:es they currently provide to the developmentally disabled as
well as those they intend to provide in the future.

24. A second way of investigating proposed services would be to
analyze the existing state plans of public agencies, such as those
developed by the division of vocational rehabilitation, thl! state
department of special l!ducation, and the state department of mental
retardation.

25. As an alternative to the periodic survey for exam1n1ng existing
serviees, a computerized, interagency data bank can be developed in
such a way that services can be monitored as they are being provided
by agencies to individual clients. This is the most accurate and
ulti~ltely desirable method for gathering this kind of information.

26. On the other hand, however, developing and operating a computer
ized data bank is an expensive venture. Moreover, it is frequently
more politically sensitive than conducting a periodic survey, for many
agencies are either unwilling or legally prohibited from sharing
information about individual clients.

27. The third kind of information that a state advisory council
needs to have in order to plan well is an awareness of the most
important needs of the developmentally disabled in its state. In
order to ascertain these needs accurately, it is important to tap
the opinions of both the developmentally disabled themselves as well
as those who provide them with services.

28. Telephone or mail surveys, while highly impl!rsonal in their
approach, represent one technique for reaching large numbers of
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consumers and providers of services in c3. -relatively short- period
of time.

29. On the other hand, .sm~jll group processes can be designf~d to help
local or regional conunitteEs of consumers and pract"itioners identify
their own special n€~eds, goals, and priorities.

30. In the accompanying materials, you wlll find a fairly detailed
description of one set of mail survey techniques that can be u~ed hy
a state advisory council to obtain at the 11grass roots" level an
answer to the question, "What do ~~_ consider to bf~ the most critical
needs of developmentally d:Lsabled citizens in your community?"

31. In addition, you will find a description of a specific set of
small group processes that can be llsed by a local or regional committee
to identify what its members consider to -be the most critical needs
of developmentally disab.Led citizens in its particular region of
the state.

32. There is yet a fourth kind of information tha t can prove useful
to a state's advisory counl:11 as it begins to engage in plallnillg:
namely, summaries of both existing and pending court decisions and
legislation that are directly relevant to the developmentally dis
abled. These can usually be abstracted from regularly published
state and federal documellt:~.

33. Gathering together these four kinds of information for planning
is, of cours~, only part of the challenge facing a state advis()ry
council.

34. Equally important is seeing that the informat:lon is disseminated
in digestible ways to members of the council and that the informat Lon

is actually used to identify state goals and priorities.

35. In another set of accompanying materials, we have described a
particular set of processes that begin to utilize the four kinds of
information and can be employed by a state council to set its annual
goals and priorities for the developmentally disabled,

36. In accordance ';.;Jith che regulations of the Devl~lopmenta.l Dis
abilities Act:, the ultimatl' product of this planning activity by a
state adVisory counc.Ll is the annual State Plan which is submitted
to the Department of Healtl1, Education, and Welfare.

37. This State Plan can b.., much more than a document for external
reporting and accoun tabili t_y to the Federal Government ...

38. . .. for, if used efFe'.. tively, it can also be a potent _Lnstrument
for influenc!:E.a and stimul.'l.ting improved services and programs for
the developmentally disabled witbin the state.
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39. For example, the goals and priorities enunciated in the State
Plan can be used by a state advisory council as its principal cri
teria for funding special projects with monies from the DD Act
itself .

40. In addition, the State Plan can be presented to directors of
state agencies with the strong suggestion that the goals and priorities
identified be used by those agencies as guidelines for allocating
resources to the developmentally disabled they serve.

41. The plan can be presented to a state's governor, for eventually
he mu"t review and approve all programs of all state agencies ...

42. " ., and to a state I s legislators, for it is they who control
many of the laws and resources that inhibit or facilitate services to
the state's developmentally disabled citizens.

43. And finally, the State Plan can be used liS an instrument to
influence those who operate at the federal level -- such as legislators,
funding agencies, and advisory councils.

44. In effect, despite a state council's lack of direct control over
most of the dollar resources expended for the developmentally
disabled ...

45. " .. if the council can develop a strong State Plan, one that
clearly defines critical needs, the council can exert considerable
influence both within and outside its state, dramatically affecting
both the quantity and the quality of services provided for its
developmentally disabled citizens.

46. At this stage of the presentation, we have identified planning
and influencing, through the collection and use of information, as
two of the most important functions that a state advisory council
can p"rform to help its developmentally disabled citizens.

47. Over time, however, a council's ability to evaluate the extent
to wh:lch identified needs are actually be:lng met by on-going state
programs will determine that council's credibility -- not only with
clients and those who serve them, but also with state and federal
legislators, agencies and funding sources, and even its own members.

48. Evaluation, therefore, might well be viewed as the most critical
component in this process of planning, influencing and evaluating.
It is certainly the most difficult and the most important challenge
facing a state's advisory council.

49. But what exactly is meant by evaluation, particularly when it
is identified as a major responsibility of a state advisory council?
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SO. One typE' of evaluation is that l.,rl1ich ,]ccurs when a pr()rE~ssion.illy·

trained pract.itioner diagnoses the specific problems or needs l1f ;111

illdividual and then prescribes certaln trE:atments or inter'Tentions
that are designed to reduce thos~ prI1blf'm~i or meet those needs.

51. Obviously, this kind of "individua]1I evaluation, whilE Extremely
important, cannot possibly be a responsibility of a state ad"visory
council. Rather, it must remain the work of those who deal direc t ly
with the dev"lopmentally di sabled and thei r individual proh lems.

52. A second type of evaluation fOC1JSe~ on the specific methods or
procedures that an agency employs as it l..Jorks with clients to .1chieve
particular objectives.

53. When this second type of evaluation is conducted, information
is regularly gathered by the agency in circler to distinguisl1 chose
processes that work particularly well frOT1\ those that do nor.

54. Often, when the agency has immediate access to thls klnd 'If

evaluative information about process<2s, it can make useful changes
ill its on-going procedures and methods -.- doing more of what works
and less of what does not!

55. Although critical to the work ot each and every agency servinl2
the developmentally disabled, this second type of evaluat ion I which
requires day--to-day monitoring of agency processes, seems just as
inappropriate to a state advisory cOJncil as did the earlier form
of individuaJ diagnosis or evaluatiol.

56. The type of evaluatior that does seem appropriate -- Lf not
mandatory -- for a state advisory council to conduct is that designed
to identify !lOW well. the overall goals and priorities for ,3J l deve]np
mc'nlally disilbled citizens in the st~te al·e jn fact betn? InEt.

57. To put it another way, given a <jet or goals and priorit les in
its annual State Plan, an advi.sory c0uncil has an obligatioll tc,
measure just how much progress is made during the succeeding year
in meeting those goals and priorities.

5~. In order to accomplistl this appropriate type cf evaluation, it
is once again critical, as in planning and influencing, for the
cuuncil to collect and manage informati()n

59. First of all, a state advisory council needs to have .3 clear
and accurate description of its state-wide goals and priorities, for
it is these that will be evaluated.

b(l. Presumallly, as suggested earlier, l.hpse goals and priorities
will be defined annually b) the stat. adv150rv council and include
in its annua:l State Plan.
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6l. Secondly, incorporated :Ln each goal statement should be a
d'escription of the current state of affairs -- the "what :Ls"
state -- of that goal at the t:Lme of its identification.

6!. Specific information about the current state of affairs is
important to a council, for not only does it legitimate each goal,
it also stimulates the generation of baseline data that are essent:Lal
for determining later :Ln the year whether or not progress has in
fact been made toward achievlng the goal.

63. Indications of progress or change require, of course, that
ml~asures be taken on at least two different occasions.

6·L Thus, as soon as possible after its goals have been identified
for a particular year, a state advisory council will want to collect
and organize accurate information on the current state of each goal.

6,. Usually, this information can be abstracted from recent reports
of agencies tha t serve developmen tally disabled clients ...

6". . .. or from existing, state-wide computerized data banks of
infornLa tion.

67. In either case -- wheth••r abstracted from past reports or retrieved
f'com existing data banks -- the information gathered must be highly
s,elective and directly relat,ed to the goals that have been enunciated
ii' the State Plan.

6,3. Sometimes, of course, information on the current state of a goal
i,' simply not available.

69. When this occurs, it is necessary for the advisory council to
conduct its own special surv,ey on the state of that goal. This may
i'wolve any of a number of possible data-gathering techniques,
i"1cluding questionnaires, telephone conversations, and direct obser
vations.

70. Just as it is important for a council to have information on the
CJrrent state of its annual :~oals immediately after their identifi
cation, it is also important for the council to gather comparable
i'formation about those goals at the end of a year of influencing
and monitoring agency effort'> to achieve them.

7l. These year-end data rep resent, therefore, s till another kind
of information that a state c.ouncil must collect if it is to engage
i 1 mea.ningful evaluation.

72. In most instances, the same sources as those used earlier in
the year can be employed to ,)btain these comparable, year-end data
rl2port s, operating data bank:3, and special surveys.
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7"L There i:; one auaitic.nal Slwrcc Jf yeclr-~nd informa~ jon rh::It wi I'
be relevant: namel), thE' ::;:et ,1£ sum..nativ(~ evaluation rcpot'ts pre
~_lred far al.l special projE'cts that havt~ heen funded dudng the pril1r
yt~ar wi th monies from thE' DevE:~1opmental Disabilities Act itself.

71~. Once these year --end del ta rega rd Lng the status of each goal have
been collected and organized, they c~n be arrayed against the com
parable data collectE'd immE'diately after the goal had been set ...

7~.

the
. .. and an annual evaluation report can be prepared

state advisory council -- ,j report that indicates ...
by or for

76. the council 's originally defined goals and pricH·itj4~S...

77. ti,e status of those goals at ti,e beginning and end af the
year jllst cOlnpleted ...

78 .
rn.lde

... a slJbjective asse~;sment, based 011 tIle data, of flragress
toward the achiE~vemE~nl of each goa t.

79. . .. and specifjc recommendations Enr council members to consider
dS they refine old goals and establish neh' ones for inclusion in
next year's State Plan.

8(]. Thus, as a state adviE;ory council moves into its second cycle
or planning and attE~mpts tu modify its goals and priorities -- it
has one additional piece 01 information that it di0 not have during
the first cycle of planning. It now ha~; ;-tn evaluat ion rE'poI t on
progress made toward achievement of last year's goals and prioritit,E'.

81. Furthermore, with eacb cycle of pL:mning, influencillg, and
evaluating, the stat.e coun( il ought to he genere-lting or coll,~ct ing
increa~ingly specific and ':lCCllrate information on both r':-lE't 3.ccompJish·
ments and future dirE~c tiont":.

82.. In the accumpanying m':lterials, you wLll find ~:ome ~imulatt:~d

examples of evaluating goals that might be adopted by a state advis
ory council. The material~) were desLgned to illustrate the flow
uf information from planning tu evalu8t lng to replanning,

81. At first blush, it rna)' seem that tIle iob oj~ collectlng and
miln.lging informatiorl, at least as it has been described in this
presenlation, is much too (omplex and large for any statE' aclvi:::.ory
C()uJlcil to handle -- thaI: councils simply lack the resource~:

required to t~ngage in such extensive planning and evaluat ion.

8/f. Since councils generaJly consist entirely of volunteer.'::, it
is clear that they have ne:: th(~r thE' time nor energy to do the ·oh
described if they atl:empl: 10 (10 it entirel~ on thej_r own.
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85. Inevitably, therefore, state advisory councils must be able to
draw upon four other sources of manpower if they are to engage in
this kind of comprehensive planning and evaluation .•.

86 .... and, simultaneously, they must limit their own activity to
monitoring the total effort, interpreting highly refined data, and
making critical decisions at appropriate points in the planning and
evaluation cycle.

87. One of these other sources of manpower is a council's own
executive or steering committee, a subset of council members who
usually have the time and expertise to play a larger role in carrying
out council responsibilities than do most other members.

88. A second source of manpower can be specially constituted task
forces, groups of interested individuals whose mandate becomes one
of collecting and managing some particular kind of information that
will he used by the council in making its decisions.

89. As a third source of manpower, a council can contract with
specially-equipped individuals or groups to perform specific work
that >TOuld be difficult to obtain on a volunteer basis.

90. And finally, the most important source of manpower for a state
advisory council is its own staff of state employees ...

91. for, regardless of their number, it is these staff members
who inevitably are responsible for implementing the many decisions
made hy a state council during its deliberations.

92. By way of summary, therefore, the major functions of a state
advisory council for the developmentally disabled include planning,
influencing. and evaluating.

93. All three of these activities require the collection and use
of information.

94. The activities occur sequentially and cyclically, each cycle
providing input to new cycles of planning, influencing, and evaluat
ing.

95. Planning, which involves identifying needs and then establishing
goals and priorities, is facilitated if four kinds of information are
available ...

96 .... prevalence statistics, descriptions of existing and proposed
agency services, opinions about important needs, and reviews of
significant laws and court cases.



97. The most important product of planning 1s each council's f'tat,,
ment of goals and prioritil's for inclusLon in its State ]llarl.

98. This st.~tement (1( geJa:ls and prio[iti,~s can be used to J_nfluenl:e
the Council's own funding cf special projects, the activ:Lties (If

on-going state agencies, and decisions which affect developmentally
disabled citizens that may be made by governors, l"gislators, and
others in positions ()f p()wer.

99. Finally, the staternenr of goals and priorities should be llsed to
stimulate the counc:d's ()wn evaluative activities ...

100. its collection or data with respect to each gOc11 at the
time it is adopted as well as one year later. ,. its analysis of the
data collected at those twn points in time ... its assessment of
progress made toward accomplishment of identified goals ...

101. . .. and its rec.ommendations for subsequent cycles of planning.

102. Finally, with each annual cycle of planning, influencing 1

and ev:tluating thl~ qual i ty of information available to a councl t
ought to improve .

103.
ought

... its procedlJres f,lr planning,
to become more precise ...

influ"ncing, and evaLu<1 tin1/.

104 .... and, most important, the quality oj" serv-lces to develop
mentally disabled citizens ought to improve, thereby enhancing their
opportunities for enjoying a normal anel satisfying lif~.
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ONE WAY TO INVOLVE A LOCAL
COMMITTEE IN DEFINING GOALS AND

PRIORITIES FOR THE DEVELOPMENTALLY DISABLED

Introduction

As a representative group of consumers, practitioners, and
interested citizens, the memhers of a local DD committee have special
knowledge and insights about the most critical needs of develop
mentally disabled people in their community. How to tap this
knowledge and insight, and then how to organize the information
g"nerated into useful statements of local goals and priorities
these represent a real challenge for any local DD committee in the
Uni ted States.

The particular procedures described below and identified as the
DAP group processes represent one possible response to this challenge.
They have been adopted from a generalized technique for identifying
p~coblems, one that has been "mployed by over one hundred groups
during the past three years. I Three regional DD committees in Oregon
employed the modified proces8es in 1972-73 to identify their most
important goals for 1973-74. 2 Because the processes require face
to-face interaction, they can be used most effectively by a local DD
conunittee in a workshop setting, one that involves three major clusters
o [activity: approximately one-half day for committee members to
generate and clarify initial statements of need; a second half-day
for the workshop's trainers to collate the initial statements and
d"velop expanded statements of need; and a final half-day for
committee members to review the expanded statements, identify those
that '>'ill be goals, and then assign priorities to them.

lThe generalized DAP processes for joint problem-solving were
d"veloped and pilot-tested by F. Lee Brissey and John M. Nagle as
part of a project sponsored by the U. S. Office of Education and con
ducted at the Center for the Advanced Study of Educational Administra
tlon (CASEA), University of Oregon, Eugene, Oregon.

2Loca l DD committees In Regions 2, 5, and 10 of Oregon pilot
tested these modified DAP processes as part of a larger project
sponsored by the Rehabilitatlon Services Administration and carried
out between June 1972 and June 1973 by the Rehabilitation Research and
Tcaining Center at the University of Oregon in conjunction with the
O~-egon Developmental Disabillties Planning and Advisory Council.
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The fInal products of the DAP procE'sses are two: Co) a J lst
of expanded statements of need that have been generated by iTldJ_virlllal
committee members, checked on two occasjons for group unnerstanding.
an.d then rated [or importance by all committee memhers; Clnd (2) a
Sllbset of thE! five to ten most critical of those expanded S[iltements l

iJentified as goals and rank-ordered for priority by the e.ntlre
local DD carmnittee. Presumably, these two products can be helpfu l
both to the committee as it plans its own activities and to the
State Advisory Council as that group attempts to identify the most
critical goals for all developmentally disabled individuals cn the
state.

Althollgh the following description focuses on one pilrl:icular
sequence of group activities, it will be. readily apparent that
variations in both the sequence and the activities not (Jnly ar~

possible, but may be desirable. Some, but not all of these variations
have been suggested at appropriate points in the descriptitJn.

DAE' is the acronym for a generalizable set of concepts dnd
procedures which thE' member s of a group or organization can employ tlJ
refine their problem--solving skills and bl~ing them to bear en lireal
life," day-to-day problems -- regardless of whether they he pro!\rammaU,
administrative, or interpersonal in nature. This is not to ~::;uggest

that DAP -- and all that it connotes -- i~i a sure-fire way for grours
and organizations to solve all their pr(lblems simply and wlthnllt
conflict; rather it is a set of ideas and techniques that we ttlink a
group or organization can employ to "smokt~ out" some of its most
important problems OI neE'd::~, "unpack" them to manageable Si2'.'~, and
then eventually develop plans for at least coping 1;odth them, if not
actually solving the'nt. Th£~ major interest of DAP, therefore, is in
finding ways for grclups of individuals to reduce unnecessary and point
less conflict, misunderstanding, and fruseration with respect to bClth
their goals and the n,eth"d" they will employ to achieve th,)S" ",nal,_

Underlying DAP is a set of assumptLons about human beLn~s,

problems, needs, an~ goals. and the phases of acti~ity requi~~(! for
successful joint problem solving. These assumptions are deIiv~d Erom
a variety of sources, principally the literature related to genera]
systems theoTy and human communication:

I\ssumption Ill: Each human being i:3 a [ully--integratE·,j. problem'
solvillg systenl, cClnl:inuously engag(~d in three kinds (If

inquiry -- designatlve inquiry (lJ) about "what is;!" apptaisjvt'
inquiry (A) ahout '\"hat is preferrl?d; II and prescriptive inquiry
(F) about "what to do'· [0 reduce d lscrepancies, whether exi~;tin;:!,
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or potential, between "what is" and "what is preferred ,113

It is these discrepancies or gaps that we typically identify
as "problems" or "nee ds. 1I

Similarly, groups and organizations engage in the same three
kinds of inquiry, each of which produces a particular kind of
information relevant, first, to identifying problems or needs
and, then, to meeting or solving those problems or needs.
Essentially, therefore, human beings and organizations are
viewed in DAP as systems that continuously collect and process
information relevant to problems or needs and their solution.

Assumption 1/2: Communication is the glue used to couple toge
ther individual problem-solving systems in the business of
joint problem-solving. Moreover, five critical levels of
communicative contact can be applied to any piece of designa
tive, appraislve, or prescriptive information, and, thus, to
any statement of a problem or need and to any proposal for
its solution. These five levels are fidelity, understanding,
acceptance, relevance, and commitment. That is, successful
communication requires that one move successively from merely
replicating a message, to understanding and agreeing with it,
to seeing it as relevant, and eventually to behaving consis
ten tly wi th it.

Assumption 1/3: The full cycle of problem solving, whether
carried out individually or jointly with others, involves three
major phases of activity: (a) identification of the problem
or need to be addressed; (b) development of a plan for dealing
with that problem or need; and (c) implementation and assessment
of the plan. Moreover, within each of the three major phases
of activity, it is possible to apply each of the five levels
of communicative contact. For example, identifying problems
or needs of a group requires that group members process
information in such a way that they can achieve succe3sful
communicative contact at each successive level, from fldelity
when they initially identify problems or needs to commitment
when they finally decide for which of those problems or needs
they will jointly develop a plan. The full DAP joint problem
solving processes, therefore, can be nicely depicted by a
grid in which the three major phases of activity are spread
across the top and the five levels of communicative contact
are listed down the side.

3C. S. Morris, in his text Significance and Signification, dis
cusses in considerable detail these three kinds of inquiry and the
impli(:ations for information resulting from each.

..- ~ ---

I
I



For a local [ID c.omml tte,', I tie Ci- _t l ;-3J quest jon ttl ~)E adriressed
is, IIHow can th(~ members of ;:.h~ (Clrr~l:Lllf~l' pool their iodivLduaJ
perceptions and comE to co[ sen'~us (:n th{~ TllCiSt L.Iit leal l1£'E'dE of the
developmentally disc_bled il trwjI' crJrmDuldcy?" ThereFore, fo-::- purposes
here, a local DD conmLittE'e is ulLelcsted :il ()nly tl'e first L'-~ the
three phases of actfvity 11 dw tolCll DAP pr(lcess. Tbe rema-Lnder
of this section pre~,E'nts, f LrsL, d genC'raJ_ cJt:'scriptinn ::d the \<,forkshop
activities proposed for i:l ]uca; l'ODill1ltteE and, ther, a set c[ detajled
notes for a workshoII train~'r,

Presumably c(lnunon tc· the menlhers 0'- rt local DD commit teE~ i.s
their concern for dE'velopmpntally rlisabLe(l peuple in thejr particular
communjty. Hhat may not bt, c-ommUll among I_ommitlee membels, howevet,
is their knmvledge c,r perccptiqTI uJ the Dillst critical nepds or

problems facing tho"p deveJopmenlaJ ly d ",,,hlpd lndividuals. The DAP
processes, as they 'iIE'. PIopos€~cl llere, art:~ c!C::'::.igned tJ) help (ontmittpe
members share information and eventuall,! (~()me to C(ln.<:;enSIlS (J]L the
top priority goals of de\'e]opn14~ntal1y d LSilblf~d r1eople in t~eLr com
munity. The focus, ther€![c,re" l~ nil idf~n1_:lfving !.lEeds :11 :scloll.::,

rather than on developing E,olu-:..-inn.':-'; tlw prel( ess Dwves e;IadLally from
many voices to one ~oice; ~Ind the uLtim~ltl~ l)lUdllCt is a set IJf high
priority goals for i3 yeat (t l')c:ll comm:t,_t--:'.P act-ivlty.

During m0st of thE' Ji.rs l_ It,lJf-ci.:l\! ~;ess]o[) of [he w(lr~:;hop, the
local committee opere_tes ir relatively ~;mdll gI'()UP~' of rive or SiX

members each. Within each small group, jlllr-tal sti'ltements [,f [leed

are generated by Lndividual sand tben r(~f _lneJ to the pOlnt thn.t thE'y
are understandable f:ot anI) to members of eadl sma 11 group, but to
members of other grc1llps as wel_i. 1bese sl:atements of ne~d aTe
addressed to the qUE-E,tion, llWlldt de: ~~~ C(H1SHier te, ;)€ the nJost
important problems Pt neE~d~, faced cithe~- by developmentally di2:abled
individuals you knoy,' perE:of'allv or by mUSl developmentally 0 isah 1e:1
individuals .Ln your partjcltlar region oJ: diE' slate?" "Whjle the lJU(~S-

tioIl orients conunittf'e lTIeml'ers pI LWdcJl\! to problems or ne'~C:3 ~~~~.

the developm(~ntCtlty disablE'd, Lt cE-:rt3iu1;' dut~s not p.ce::~JudE prnh1E.!ms
or needs of Lndividuals or ,lgenC] es who p1 uV ide seIV Lees !::.:~ thE:'
developmentally disabled. IJILLmatf:'lv, Ilf COUIse, both pc,ints (if vje\A.1

are important, but the pl.ir,cip,ll or i:~ntdtJun uf a Jocal IlfJ committee
probably ought to be to the consumt:rs 01: :~en.lices rather t,lan tn their
providers.

Inste;3d (Jf cE'E:poncilig t.lj re]allvf~l" unstructureJ requ,:,st Fot
'1 needs" or ":?,oals," edch s~IL111 gl nl.p is a::;ked t~) generate statements
that have a definltE' stnlctlJLt~1 ('I;I):3ist~ng or (J) d -r-efE'lE'nt or
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topic, (2) a designative assertion of what is with respect to that
refen'nt, and (3) a comparable assertion of what is preferred with
respect to that referent. Here, for example, are two illustrative
statements of need, "rda's" as they come to be identified by a group.

(r) referent

1, Opportunities
for volun
teers

2. Pn,valence

(d) designative assertion
of "what is"

There is not an adequate
program in our region for
volunteers who want to help
or who are concerned
about the developmentally
disabled.

We do not have accurate
data on the number and
location of developmen
tally disabled indivi
duals in our region.

(a) appraisive assertion
of "what is preferred"

I prefer that there be a
number of programs or
opportunities for volun
teers who want to work
with and help the DD.

I prefer to know exactly
how many and where
developmentally disabled
individuals reslde in our
region.

During an initial brainstorming session, members of each group
generate a set of rda's based on their individual perceptions of need.
These are recorded and publicly displayed as they are generated.
Following the brainstorming session, each group returns to its list
and processes each rda for maximum clarity and understanding, not
only among members of its group, but hopefully among those outside
the group as well. Given the constraints of a half-day session and a
general dearth of designative information about developmentally
disabled people in most communities, it is most unrealistic to expect
that each small group will produce rda' s that have undeniable clarity
and specificity. It should be possible, however, to reduce much of
the ambiguity that tends to characterize the initial statements
gener,ated and to develop, at the very least, a shared understanding
within each small group of the needs that have been described. The
final activity of the first half-day calls for each group to make a
second pass through its list of clarified rda's, this time in an
effort to use whatever information is currently available to weed out
gross untruths in each rda's designative assertion.

Between the two half-day sessions for committee members, the
workshop trainer collates, organizes, clusters, and refines the rda's
into a single list of "expanded II statements of need. To the extent
possible, he combines related designative and appraisive assertions -
using some to exemplify and others as headings for entire clusters of
problems or needs. He maintains, however, the rda format. Moreover,
he views this collation task as purely a semantic one; that is, while
he may edit and reorganize the original statements of need, the work
shop trainer has no prerogative to add or delete content to any of the
designative or appraisive assertions.



During the second ha l r-day se.'isi In. the expanded and rewurkeJ
rdals are pr(~sented to the fuLl lucal nn committee. As each exp:JnJed
slalement is presented, committee lTlelnber·s monitor it fo"'::' d-Lstortion
IJf the original rda's and revjse Lt ·is {lec-essary to assure maxi.mum
understanding and acceptance by 3.11 Inembel:::; of the commit tt:'t:' " When
as much clarity and accuracy have bel~n ~cllieved as time will permit,
committee members discuss the relative jmportance of eacr ~~tatement

ot need and then assign a ITlcasure (If prJol"ity to it.

As indicated earlier, the fin.II products of this modified fL)rrn
of the DAP processes are t"o: (1) a list of expanded stateml'nts of
need that have been generated hy individucll committee memb(~.rf;. checkeu
011 two occasions for group understanding, and then rated for importancp
by all committee merr,bers; c:lnd (2) a ::iUbSel of the five to ten most
critical of those e:xpanded stCltement .... 01 need, jdentified ,'~s gnals
and rank-ordered in priority by t.he ~ntj_r(~ comndttee.

Some Pre-Workshop Ccnsiderations

1.

3.

Just as il State Advisory Council for 1:he develcpmentally disabled
ought to be a representative grolJp of consumers, pr3LtitLoners,
and interested citizenE:, so too "3 lncal DD committee ought to
represent a bdlance of these SQmi~ three points of ViE;'W. Tl-Ierefore.
prior to identifying needs and s2ttin~~ priorities, YClu may want

to suggest to thE' exist ing local DD committee that it reassess
its membership and makE· wh.Jtever chcmges are necessary to ,15sur €'

representativeness.

Because the OAP procf's~,es rely primar, lyon input [rum ~ma 11 group~~

of five or six members each, the tot.al committee neee :1(,t l,e
linlited to a particular si~e. [,jea~l~r, it oug~t to number he tween
20 and 30 members, but the DAP prOC(~S~jes have been used quj te
successfully with groups as large a~ 100. Alt}lough the data
increase significant]y as the cl1:nmittf:'e lncreases in Si2.,~, and the
collatioll task multiIlljes LTI complexity, the basic c()nc~pts and
operations remaj_D essentially the same regardless of t~e size ~f

the total group.

Before the workshop begins, acqu~int yourself fully with all 01
the steps in thE' DAr p10cess for identifying goals 1nd ~J[iclrittes..

Your responsibiljty dB a workshop tra.iner will be to cO(lrdillat('
bOlh people and infolmatioll -- [('gUlLing, therE'fore, t-!lat you
understand lully the pl0Cef--iSes in which the committeE' will be
involved.
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4. During the course of the workshop, you will need several different
kinds of materials and equipment. These include an overhead
projector; clear acetate::. for overhead projection; acetate pens
(preferably indelible); any acetates that have been prepared in
advance for explaining points to the committee; enough large sheets
of butcher paper for each small group to use as it generates and
processes its rda's; a dozen or so felt-tip pens; and 200-300
index cards. How these various material.. will be used is des
cribed below.

5, Finally, you must decide (1) how much theory underlying the OAP
processes you want to present to members of the local committee
and (2) how detailed a d"scription of workshop activities you
want to give during your introductory comments. Attention to each
of these can range from little or no comment to extensive discus
sion. Your deci9ion is IIot an easy one, for in virtually every
local DO committee you w:Lll find some individuals who only want
to know how to work the DAP processes, while others will be
unhappy if you do not first describe the conceptual framework
underlying those processes. Satisfying completely both kinds of
individuals is obviously impossible. Therefore, let your special
knowledge of the committee, your personal proclivities, and your
past experiences as a workshop trainer and participant be your
guide as you decide both how much and how to tell the committee
about the OAP concepts and its procedures, both during your intro
ductory comments and prior to each workshop activity.

The First Half-day of the Wo'rkshop

1. Begin wi th introduct,)ry comments regarding:

a. the objectives of the workshop, including ...

1. its focus on problems or needs of the developmentally
disabled wit',in your community rather than across the
state;

2. the desire to formulate and assign priorities to these
statements of local need in such a way that they can
(1) give direction to subsequent committee activities
and (2) influence the State Advisory Council for the
developmentally disabled as it goes about its own job
of identifying and assigning priorities to state-wide
needs; and

3. the workshop's focus on problems or needs faced £r the
the developmentally disabled themselves, but without
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excluding concerns of those who provide serV1ces tl)
the developmentally disabled.

b, the conception under Lying the OAP group processes,
inc Iud ing .. ,

1. distinctions among designative, appraisive, and pre
scriptive inquiry and information (see the brief
exercise on distinguishing among the three kinds of
statements at the end of t.his section);

2. the nations of what constttutes a IIneedl1 0'- "problem;"

:I. the five levels .Jf communicative contact; and

I,. the three major phases of activity in the total OAP
process for individual and organizational prc)blem
solving.

c. and the specific workshop actJvities proposed for the
c:ormni t tee, including ...

1. the procedures that will be employed to move from
individual statements DE need to a group product of
goals and priorities;

2. the specific format fOT generating and rec(lrding state
ments of need (see ExamplE' I at the end of this se,otion);
and

:1. one example from a prior l,owrkshop illustrating how
information generated by individuals will he processed
during the workshop to form a group product: (see
Example 2 at the end of this section),

2. Organize the total cormnittee into small groups of five or ~ix

members each, and descrille tIle following task:

'In each small group, address
to the following question:

yourselves as individuals

'What do I consider to be the most important prohlems
or needs faced either by developmentally disabled
individuals I know personally or by most developmen
tally disabled in thlS particular region 01 thp
state?'

Organized into small grollps so that you can stimulate one
another, brainstorm answers to this question. Ask '::lne of
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your members to serve as a recorder and, as each statement
of need is identified by individual group members, make
certain that the statement is recorded on the butcher
paper for all group members to see -- first a referent, then
a designative assertion about "what lSIl with respect to
that referent, and finally a comparable appraisive asser
tion about "what is preferred" with respect to that refer
en t. The role of each group's recorder, in addi tion to
contributing items himself, is to record, but not to edit.
The role of all group members is to generate as many rda's
as possible in 30-45 minutes without stopping to clarify
or argue over thE~ truth, or value of any of the items
generated by any group member. At this point, therefore,
simply produce items -- that's the charge for each small
group. II

And as each group sets to work on that charge, rotate among the
groups, interrupting only when a group appears to have forgotten
its charge.

3. When the brainstorming session appears to have spent itself,
review with the entilce committee the next step in the pro-
cess -- searching for clarity on the initial statements of
need. Then ask each small group to return to its brainstormed
list, discuss each of the rda's on that list, and, as necessary,
clarify statements by providing examples and/or editing refer
ents, designative assertions, and appraisive assertions. The
challenge here is to clarify the rda's by paraphrasing and
discussion, but to do so without distorting the meaning in
tended by the individuals who originally generated them.
Discussion and editing, therefore, should be for the purpose
of clarifying meaninl~ -- both within the group and, if possible,
for others not in the group -- rather than for the purpose of
achieving agreement on either the truth of designative asser
tions or the desirability of appraisive assertions.

Depending upon time constraints, suggest that group mem
bers begin by individually rating each statement for clarity,
and then devote the remainder of their time to those statements
most in need of clar.lfication; or else suggest that they
simply budget an arb"ltrary period of time to discuss each
statement. Again, the focus at this point in the process
should be solely upon a search for understanding or clarity,
leading as appropriate either to revision of existing state
ments or addition of new ones.

4. As the next step, ask group members to take another
the clarified statements of need, this time to weed
inaccuracies in each rda's designative assertions.

look at
out gross
The aim



-)2-

here is to achieve the greatest accuracy and agreement possible.
but to do 51) within the ine\'itable constraLnts of availahle
time and information. No group should expect to press any
of the designative assertions to its ultimate truth. ~urther

more, little effort should tIe made here to reach consensus on
the preferences expressed in each appraisive assertion. JE
one member disagrees suhstantially with a preferential state
ment, simply suggest that a new statement of need be written,
processed, and added to the list rather than allow the gre,up
to discuss indefinitely their differences of ()pinio~.

5. When all of the statements of need have been processed f01

clarity and Eor as much accllracy as possible, ask group TIlembers
to copy the resulting rda's on index cards, one card for each,
including a referent and it.s comparable statements 'Jf :what~

and what is preferred. When the cards have been completed by
each group, adjourn the session and invite the committee to
reconvene for its second ha]f~iay session at an appointed time.

Between Sessions

Between the two half-day sessions I your job is (l) to cluster the
matically each of the individual statements of need now H'corded on
index cards and (2) to write for each cluster an lTexpandedll statement
of need. (Once again, see Example 2 at the end of this sectinn.) 1n
effect, your job is to combine relat:ed individual statements of uf!ed,
using some to exemplify and others to serve as general statements for
an entire cluster. The rda format should again be used, so that each
expanded statement has a referent and short paragraphs of comparahle
and thematically related designative and appraisive assertions abclut
that referent. Because these will be shared with conunittee members
during the second half-day session, the entire list of expanded rda's
should be reproduced in multiple copies; at the very least, the items
should be prepared for presentation by means of an overhead projector,
one expanded rda per acetate. Our experience has been that the final
set of expanded statements of need will number between 25 and 35.

The Second Half-day of the Workshop

1. During the second half-day of the \wrkshop, present the expanded
rda's to the full committee and then test each statement for dar1t:,.
truth, and distortion. The search for clarity and truth is paralle I
to that conducted earlIer in small groups; the test for distortion
is a check on your interpretation of the multiple i.tems that have lH~en

organized into single expanded statements of need, lt is prc,bablv
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desirable to present all expanded rda's first and then to process
each for clarity, truth, and possible distortion. (Form 1 at the
end of this section may facilitate this refining process.) As
each set of statements is processed, revise it as necessary to
maximize understanding or clarity and minimize distortions or
inaccuracies. Moreover, provide ample opportunity for committee
members to add additional statements of need if they feel that
none of the expanded rda "s adequately reflects one or more of their
original statements of need. Be extremely reluctant, however, to
remove any of the statem"nts, unl"ss all members of the cOlIDDittee
agree to do so. Throughout the OAP processes, preserving each
individual voic" is far more critical than pruning the list of
minority viewpoints.

2. When each expanded rda has been adequately processed for clarity,
accuracy, and lack of distortion, move to the next step in the
process -- rating by each committee member of the importance of
each statement. Give th" full committee the following directions:

"As I once again display each of the expanded statements of
need -- statements that have been processed for clarity,
accuracy, and lack of distortion -- consider it carefully
in light of this question:

'How important on a 1-7 scale, where 1 indicates .!~

importance and 7 indicates high importance, do I think
it is to the devnlopmentally disabled in our community
that the need described in this particular statement
be met -- that is, that the identified discrepancy
between what is and what is preferred be reduced?'

If you still do not understand any of the expanded statements
of need, or if you dJ.sagree with either its designative or
appraisive assertions, or if you think that it so badly dis
torts the original rda's that you cannot possibly rate it for
importance, then rat(~ the statement 0."

Next present each expand"d rda, giving committee members adequate
time to rate it for importance. (Form 2 at the end of this section
may facilitate this rating task.) Collate the ratings, and then
compute and display their frequencies for each expanded statement.
It is, of course, possible to collate the ratings orally and
therefore publicly, but J.t is probably preferable to do so pri
vately so that individual opinions and biases can be protected.
Moreover, in computing frequencies, you may want to group the
D's, 1 and 2's, 3, 4, and S's, and 6 and 7's rather than treat
them independently. In nffect, if you do this, you will be
reducing eight categories to four for the purposes of collating.
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3. As an optional next step, when the frequency data h;~ve been dis
played, allow members of the conunitteE~ to argue briefly for
placing more or less importance on particular expanded statements
of need -- particularly those for which the data suggest coosider
able disagreement regarding either the existence of thf~ need or
its importance. If you do allow for this period of argument,
allow as well for re-rating each of tIle expanded rda's fClr Willch
arguments have been presented.

4. Whether or not the prior optional step is taken, the frequency
scores for each expanded rda result in one of the workshop's
two products: a list of exp3.nded st.atements of need that have
been genE~rated by individual committeE' members, checked on two
occasions for group understanding, and then rated for impor ranee
by all committee members.

5. There are several ways to produce the second workshop product:
the subset of five to ten most critical goals, rank-orc}e)"ed in
priority by the entire committee. One technique is simply to
give each expanded statement a "total score" based on its previous
importance scores. These "total scores II can then bl~ arranged from
highest t a lowest., in effect rank-ordering the expanded statemenLs
of need from most to least important.

An a] ternative procedure, although slightly more complex.
separates the initial rating of lmportance from the rank-orderlng
for priority. Given the display of frequency scores for all IJE

the expanded rda 's, isolate as a SubSE,t the ten rda's that hav"
high ratings of importance (6 or 7 on the seven-point scalel and
low spread (most of the re-sponses clustered near the upper end of
the scalET. Allow for argument Hi thin the full committee on the
relative priority of each of these ten expanded rda's. Then ask
each committee member to select irom the subset the five rda'~

that he thinks deserve highest local priority. When these indi
vidual sE~lec.tions have been collated, a frequency-at-selEction
score can be c.omputed for each rda and used to rank·-order all (}f

the rda's in the subset. l

6. When the two products have been eompleted, you may want to ask
commi ttee members to indicate tht?ir personal commi tment to them.
Again, a seven-point scale c.3.n be usee and the results collated
and publicly displayed. This time, the essential question becomes,
"On a seven-point scale. how conunitted are you to the two lists
of statements of need -- as guidelines for future activities of

IThe committee may want to cluster its most important J_tf~ms into
two or three groups rather than rank order them; or it may sjmplv want
to identify, without distinguishing clmong them, its "top fJ_VE~1! or "top
seven" goals.
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the local committee and as information to be forwarded to the
State Advisory Council for the developmentally disabled?" (Form
3 at the end of this section may facilitate this final rating for
commitment. )

7. Finally, produce for the local DD connnittee copies of their two
products -- the total list of expanded rda' s with their ratings of
importance, and the subse't of highest priority rda's rank-ordered
in terms of importance. In prepBring these final products, you
may want to preface them with a brief description of the member
ship of the local DD cOmDlittee and the specific processes employed
to define these goals and priorities.
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Exercise 1

Distinguishing Among Three Kinds of Statements:
Designative, Appt'aisjv,,~, and Prescri.ptive

Let's try to distinguish mnong three kinds of statements, each of
which conveys a dif ferent kind of information:

1. a designative statement conveys information about I'what isl!
with respect to oneself, hiE: environment, or his relationship
to that environment. Presumably, therefore, it is a state
ment of fact. Moreover, it represents "puhlie events," and
so the lI~ritory" mapped by the statement is j-ully open
to the independent inspection ()f other observers and to their
independent judgment regarding the degree to which the state
ment accurately maps that territory. Given a designative
statement, the question of "truth ll is extremely yelevan t.

2. an appraisive statement conveys information about "what is
desired" with respect to onE'self, his environment, IJr his
relationship to that environment. It is, therefore, not fl.

statement of fact, but a statement of pref~ence or valu~_.

That is, unlike a designative statement, all appraisive state
ment represl~nts "privatE' events" and so it cannot b~ pubJiclv
verified except by inferencE'. Arguing the "truth" of an
appraisive statement is, thus. quite different from arguing
the "truth" of a designativE~ statement.

3. a .£!.~scriptive statement~ designates action:3 to be taken or
behaviors to be exhibi ted in order to achil?:ve a par ticular
end. It is, therefore, a statement of proposed action. lt
represents farms of action that can be taken to change either
the characu~ristics of t.he environment or one's relationship
to that environment.

Based on these defil1itions, use a l'd l
' [or designative statements, an

"a" for appraisive statements, and cl "pI! for presc riptive statements
to identify whether each of the following statements is more desi1(na
tive, mor~ appraisive. or~ prescriptive.

T) 1. There is currently no diagnostic clinic: or researc.h
center for the deVElopmentally disable.d in the t01.y-n of

L2.
JL 3.

Job op~ortunities fc)r trained DD are very scarce.

I wish that all doctors and nurses be specially trained
to deal with the speclfic probLems of the DD.
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~=- 4. Publish a monthly newsletter for DD in the region that
describes services that are available to them and on
going activities in which they may want to become
involved.

-li__ 5. I would like to see detailed information about who the
DD actually are and where they currently live.

~__ 6. Most treatment for the DD in this region requires that
they travel outside its boundaries.

? 7. Buy a new fleet of buses that can provide more reliable
transportation for the DD.

'Ih 8. I prefer to be informed about the school's classifica-
tion of my DD child following its diagnosis and grouping.

-l.~ 9. There are no educational programs for the trainable
mentally retarded in our region's public schools.

-.i?10. Coordinate a series of sheltered workshops for DD during
the early summer months.
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Example 1

Formatting Statements of Need: A Referent
and Comparable Designa.tivl! and Appraisive Statements

We'd like to use a particular format Eor specifying needs of the
developmentally disabled, one that builds on distinctions between
designative and ~raisive. statements. Each need will have three
component parts: (1) a referent, a label for the general topic or
thing we're talking about; (2) a designative statement regarding that
referent; and (3) an appraisive statement regarding that referent
The resulting need can then be defined as- the "<1_a discrepancyl1 be
tween "what is ll and "what is preferred" with respect to the referent.

For example, given limy carll as a referent, here are two of the many
possible statements of need that could be developed with respect 1:0

that referent:

Referent

1. my car

2. my car

Designative Statemel,t

Whel1ever it rains, my car
leaks something terl'ible,
and my feet get soaking wet.

It is the cheapest anti
smallest model Ford makes,

1 prefer that my ('ar
leak not onE' drop when
it rains.

J prefer it to be the
most deluxe Cadillac
a man couJd bu\{.

In each example, there is a discrepancy between "what jsl! and '\.]hat
1s preferred" with respe..:t to limy car. 'I

\.Jhen developing statements of nf!ed thaI: have this Format. try [0 C\\loic1
collapsing designat lve and appraislve statement'" -- that is. avoid
veiling values in designative statements. For instance, look at t_he
following example:

Referent Des-LgnatLv2 Statement

the coffee pot There is too little attention
to the coffee pot in the
morning.

There should be more
attention t() the coffee
pot in the morning.

At first glance, thl~ designative slatement in the above exampll~ appear<..;
to be a legitimate state,nent of £3(:t; upon closer lnspectinTl, however,
note that the statement i..rnplies far more about lIwhat is preferred"
than it says about l\lhat i::;."



-59-

Avoid as well confusing presc:riptions or solutions with either state
mE!nts of fact or statements (If preference. Look, for instance. at
this example:

Referent

the coffee pot

Designative Statement

It is empty until 10: 00 in
the morning.

Appraisive Statement

The janitor should fill
it when he arrives.

In this example, the appraislve statement is actually a prescription
a proposed action -- rather than a statement of preference. As a
result. it is difficult to identify the particular need being
described that is, the specific discrepancy between "what is"
and "what is preferred."

A more useful statement of need would read:

Ref erent

the coffee pot

Designative Statement

The pot :ls empty until
10:00 in the morning.

Appraisive Statement

I usually want a cup
of coffee when I arrive
at 8:00 in the morning.
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Example 2

The following example illustrates how statements of need (rda's) ft"m
four small groups we.re combined into a single expanded roa. Changes
that occurred as a result of checks for clarity, truth l and distor-
tlan are also illustrated.

I. Five statements of need from four small groups, as originally
brainstormed and as revised:

Group I, Item 14.

Original statemellt:
Referen~: Spe,'ial living arrangements for on
Designative Assertion: Limited local services (group homer..:..

fosLer homes, etc.) to place DD's in lieu of illsticu
tions.

Appraisive Ass~rtion: Get DD out of institutio118 wher,~

appropriate.

Clarifi.ed sl:atemenl:
Referent: Alternative living arrangements for DO
Designative Assertion: Limited local facilities (group

homes, foster homes, etc.) to place DD's in lieu of
insti.tuti.ons.

Apprais-tve Assertion_: eet DD out of institutions where
appropriate and intc. appropriate living arrangements.

Group 2, Item 4.

Original statement:
Referent: Some DD's
Designative As-"?ertio~: Residence not .lvaildble near

services (both permanent and temporary).
AppraisLve Assertio~: Pref"er residences near servLces.

Clarified statement::
Referent: Some OD's
Designatlve Assertion:

not available near
temporary) .

Appraisive Assertio~:

near servi,:es.

Protective living environments
services (both permanent and

f'refer permanent living env-ironmellt
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Group 2, Item 5.

Original statement:
Referent:.: Severely retarded
Designative Assertion: No residential services in Lane

County.
Appraisive Assertion: Prefer residential services in

Lane County.

Clarified statement: No changes were made on this statement.

Group J, Item J.

Original statement:
Referent: Adult moderately and mild retarded population
Designative Assertion: Lack of living facilities.
Appraisive Assertion: Adequate group supervised living

facilities.

Clarified statement:
Referent: Adult moderately and mildly retarded population
Designative Assertion: Lack of living facilities to

promote independent living.
Appraisive Assertion: Should be adequate supervised

living facilities.

Group 4, Item J.

Original statement:
Referent: Housing for disabled
Designative Assertion: Adult lack of suitable housing and

supportive services to live independently.
Appraisive Assertion: Prefer housing and services be

available.

Clarified statement:
Referent: Housing for disabled
Designative Assertion: Adult handicapped lack of suitable

housing and supportive services on all levels of
community living.

Appraisive Assertion: Prefer housing and services be
available.

II. TIle expanded statement of need based upon the five rda's received from
the· four small groups:

Referent: Alternative living arrangements for the DD
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Designative Assertion: In Lane County. there are limited a1 ter
native living arrangements -~. few group homes, foster homes,
community homes, etc. -- that will promote independent
living.

Appraisive Assertion: i prefer that there be more residential
services and more suitable housing for the DD in Lane
County ... that there be more protective living arrangements,
both permanent and temporary. near available services .
that there be more group supervised living facilities .
that, to the extent possible, the DD be able to live outside
formal institutions.

III. The expanded statement of need revised by the entire committee:

Referent: Alternative living arrangements for the DD

Designative Assertion: In Lane County. there are Limited a1 ter
native living arrangements -~- few group homes, foster homes,
community homes, etc. -- that. will promote independent living
and/or total care, particularly for the severely disabled.

Appraisive Assertion: l prefer that there be more residential
services and more suitable housing for the UD in Lane County ...
that there be more protectiv" living arrangements, both
permanent and temporary, near available services that
there be more group supervised living facilities that to
the "xtent possible, the DD b" abl" to live outside of forma]
institutions.
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To lIwet?:d Dutil unnecessary ambiguity, distortion, or factual error in
the expanded statements of need, please respond to each question for
each item.

r-

How do you rate Do you think this Do you have good
this expanded rda expanded rda signifi- reason to doubt
for understanding? cantly distorts one the truth of any

or more of the ori- or all of the
(I-low, 7-high) ginal statements? designative asse

tions in this
(Yes or No) expanded rda?

(Yes or No)

2 3 4 5 6 7

2 3 4 5 6 7

2 3 4 5 6 7

1 2 3 4 5 6 7

1 2 345 6 7

1 2 345 6 7

1 2 3 4 5 6 7

1 2 3 4 5 6 7

1 2 3 4 5 6 7

a 1 " 3 4 5 6 7,.

1 1 2 3 4 5 6 7

2 1 2 3 4 5 6 7

3 1 2 3 4 5 6 7

4 1 ;! 3 4 5 6 7

5 1 :l 3 4 5 6 7

6 1 2 3 4 5 6 7

7 1 2 3 4 5 6 7

8 1 2 3 4 5 6 7

9 1 2 3 4 5 6 7

~O 1 2 3 4 5 6 7

7

4

2

]

6

5

1

9

1

3

1

1

8

1

1

1

1

1
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Form 2

II' i-"J. I C/, \..' 4,1 Individual Tally Sheet for Rating Importance

~~: r' of the Expanded St3tements of Need

'1"
Fnr each expanded rda, ask yourself the following question:

"How important on a I -i scale (l low, 7 high) is it to the
developmentally disabled in this region that the par t icular
need be Ulet -- that is, that the particular discrepancy
between Vwhat is' and 'what is preff>rred' be reduced?"

If you still don't understand the statement of need or don't think it
really represents a need, and you therefore can't rate it 1:01" impor-
tance, simply rate it O.

Ci rc 1e your rating for each rda:

Item Rating Item Ra~in~ Item Rating

l. 0 1 2 :I 4 5 6 7 21. 0 1 2 3 II 5 6 7 4l. 0 1 2 3 4 5 6 7
2. 0 I 2 :I 4 5 6 7 22. 0 1 2 3 II 5 6 7 42. 0 1 2 3 I, 5 6 ,
J. 0 1 2 3 4 5 6 7 23. 0 1 2 J 4 5 6 7 43. 0 1 ] J I, 5 6 )

4. 0 1 2 3 4 5 6 7 24 _ 0 1 2 J 4 5 6 7 44. 0 1 2 J I, 5 h

5. 0 1 2 3 4 5 6 7 25. 0 1 2 J 4 5 6 7 45. 0 1 2 J 4 5 6 7----- ------- -- -

6. 0 1 2 3 4 5 6 7 26. 0 1 2 3 4 5 6 7 46. 0 1 2 3 4 5 6
7. 0 1 2 " 4 5 6 7 27. 0 1 2 J 4 5 6 7 1,7. 0 1 2 3 I, 5 6.'
8. 0 1 2 3 4 5 6 7 28. 0 1 2 3 4 5 6 7 48. 0 1 2 3 4 5 6 7
9. 0 1 2 3 4 5 6 7 29. 0 1 2 '3 4 5 6 7 1,9. 0 1 2 3 4 5 6 7

10. 0 1 2 3 4 5 6 7 30. 0 1 2 '3 4 5 6 7 50. 0 1 2 3 4 5 6 7

Il. 0 1 2 J 4 5 6 7 31. 0 1 2 '3 4 5 6 7 5l. D 1 2 J 4 5 6 7

12. 0 1 2 3 4 5 6 7 32. 0 1 2 '3 4 5 6 7 52. 0 1 2 '3 4 5 6 7
13. 0 1 2 3 4 5 6 7 33. 0 1 2 J 4 5 6 7 53. () 1 2 3 4 5 6 7

14. 0 1 2 3 4 5 6 7 34. 0 1 2 J 4 5 6 7 54. 0 1 2 3 4 5 6
15. 0 1 2 J 4 5 6 7 35. 0 1 2 .3 4 5 6 7 55. 0 1 2 3 4 5 6 7

16. 0 1 2 " 4 5 6 7 36. 0 1 2 J 4 5 6 7 56. 0 1 2 .3 4 5 6 7J

17. 0 1 2 3 4 5 6 7 37. 0 1 2 I 4 5 6 7 )7. 0 1 2 3 4 5 6 7
18. 0 1 2 3 4 5 6 7 38. 0 1 2 .3 4 5 6 7 58. 0 1 2 3 4 5 6 7

19. 0 1 2 3 4 5 6 7 39. 0 1 2 :3 4 5 6 7 59. 0 1 2 3 4 5 6 ;

20. 0 1 2 3 4 5 6 7 40. 0 1 2 :3 4 5 6 7 60. 0 1 2 3 4 5 6 7
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Form 3

Satisfaction/Commitment Response Form

After approximately one full day of effort, you have produced two
group products: (1) a list of expanded statements of need that were
originally generated by individuals, checked on two occasions for
group understanding, and rat"d by the total group for importance; and
(2) a subset of statements that, after having been rated by most
participants as extremely important, have been subsequently priori
tized by the entire group.

We would like to raise t>lO final questions:

1. On a 1-7 scale (1 low, 7 high), how committed are you to the
first of these two p!"oducts, the total list of expanded
statements of need, "ach with its frequency of importance
ratings? Are you wiJ.l1ng to have the list used as an j nput
for future decision-making at the regIonal and state levels?

o 1 2 3 4 ".) 6 7

2. On a 1-7 scale (1 low, 7 high), how committed are you to the
second of these two products, the subset of high priority
statements of need, rank-ordered from most to least impor
tant? Are you willing to have this rank-ordering or priorities
used as an input for future decision-making at the regional
and state levels?

o 1 2 3 4 '",> 6 7
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A DESCRIPTJON OF SURVEY PROCEDURES
FOR IDENTIFYING STATEWIDE AND/OR LOCAL NEEDS

OF THE DEVELOPMENTAL DISABLED

Introduction

The survey procedure (outlined in this section offers an alter
native to the small group procedures previously described for providing
State DD Councils with information regarding the statewide and/or
local needs of developmenrally disabled people. The procedure
developed from the realization that while there are knowledgeable
and experienced persons capable of speaking for the needs of develop
mentally dLsabled people in their respective regions of the state,
it can be tremendously difficult to bring such persons together or
to otherwise organize their perceptions in any useful and efficient
manner.

The procedure employed was inspired by the Delphi technique.
O,"iginally developed at the RAND Corporation, the Delphi technique
ia a means of soliciting and collecting the opinions of experts. Its
initial uses were primarily :cn the area of technological forecasting,
bnt more recently it has been used as a technique for identifying
agreement concerning organizational problems, goals, and objectives.
The most important characteristics of the Delphi approach are: (1)
the anonymity of the survey participants; (2) a numerical analysis
of the participants' responses; and (3) the use of controlled
0})1n1on feedback to participilnts in a series of successive Question
naires.

Since participants in a mail survey are unknown to one another,
the technique also prevents persons of influence from unduly over
riding or swaying the opinions of other participants. Communication
bl~tween participants is maintained by summarizing the responses to one
round of questions and providing this information to participants
with the next round of quest Lons.

The present set of procedures includes the development and
dLssemination of three sequential questionnaires dispersed over a
p"riod of approximately thre., to four months. Four major phases of
a,::tivity are required. Phasj~s one, two, and three each culminate
in the preparation and mailing of the three questionnaires. Phase
f'Jur involves the analysis of data from the third questionnaire and
preparation of a final report for the State Council.

The questionnaires ar" designed to solicit opinion regarding
r"spondents' perceptions of the more important needs of developmentally
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disabled people in their eommunity or throughout the state. Two final
products result from this survey procedure. The first is a listi.ng
of all needs identified and rated for importance. From this list,
the needs receiving the highest ratings are selected to be rank--ordered
for priority. The rank-ordered list of needs constHutes the second
product of the survey.

These survey procedures have been implemented to assist the
Oregon Developmental Disabilities Council in its identification and
prioritization of statewide needs of developmentally disabled citizens.
The DAP framework for conceptualizing needs, described in the previous
section for implementation in small groups, was also uti.lized in this
survey procedure in order to ensure comparability of results with
those produced by the small groups.

The remainder of this section will detail specific procedures
for implementing the four phase survey, based on our experiences in
the state of Oregon. Variations of these procedures will undoubtedly
be required in response to each unique situation where such a study
might be conducted. The end of this section includes the survey
instruments that were used in the Oregon study.

Implementation of the Needs-Assessment Survey

Phase 1

Step 1: Establish a steering committee. The function of a
steering committee is to serve as an advisory panel
of experts at particular junctures in the survey
proc"ss. The committee should include knowledgeable
representatives from both "provider'! and Ilconsurner"
groups and also at least one person with expertise
in survey methodology. In addition, it is strongly
recommended that several key members of the Council
also serve on the steering connnittee. The Council's
participation in basic planning and implementation
decisions will help to ensure their acceptance of
the final survey products.

Step 2: Identify the major question(s) needing resolution.
The steering committee should provide advice on the
proposed question to be put to the respondents.

Example: What do you consider to be the
most important problems faced
either by developmentally
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disabled individuals you know
personally or by most develop
mentally disabled in your
particular region of the state?

Particular care should be taken in finalizing the
specific wording of the question. For example, words
that are vague, ambiguous, or unnecessarily long or
technical should be replaced. As a final check,
ask several uninvolved colle.agues to test the clarity
of the statement.

Step 3: Identify the relevant population of respondents.
Here again, the steering committee should assist in
developing a list of possible respondents or respon
dent groups from which the sample is to be selected.
The choice of the respondent population will, of
course, depelld on the specific survey objectives.
The choice w:l11 also depend to some extent on the
resources aVililable to conduct the survey. The fjnal
selection, however, will undoubtedly include respon
dents from the following three categories: (J)
"providers I' of services or practitioners; (2) "con 
sumers" of services or clients (where appropriate,
this category can be broadened to include the
parents of the developmenta Uy disabled); aod (3)
nominated "e:w::perts" who are. well acquainted wj th the
problems of developmentally disabled persons.

Step 4: Select the raspondents. After determining the total
sample size that is feasible for a given study,
selection of respondents from the "provider" category
will usually involve consideration of the following
criteria: (1) necessary respondent qualifications,
such as years of experience in providing a service,
or percentage of DD clients in the professional
caseload; and (2) relevant agencies from which
respondents will be selected. It should be possible
to determine which agencies serve the greatest
number or provide the broadest range of statewide
services to developmentally disabled individuals.

Somewhat different criteria are recommended for
selecting respondents from the "expert ll category.
These criteria are guided by two general assumptions:
first, there are persons highly knowledgeable about
the problems of the developmentally disabled; and
second, these knowledgeable persons or "experts 'l can
be identified on the basis of their reputations.
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Aftl~T identifying individuals to serve as nomi 11ato["s

of the expert respondents, it may he llelpful tl] employ
a Sl~t of "selection guidelines" by which all potential
respondents can be compared. For l~xample:

(a) all persons nominated more thaIl once are [0 be
considered as possible respondents;

(b) a person nominated more than once with at least
two strong recommendations is to be selected;

(c) a person nominated only once but with strong
recommendation is to be selected in preference
to d person nominated more than once but with
no strong supporting recommendation; and

(d) no person is to be selected who has not received
at .Ledst one nomination with a strong rec{)mmenda
tion.

When ~elect ing respondents from the consumer or
~,nt category. it is best either to sampI;'from -the
pan~nts of clients, or to employ the nomLnati01l tech
nique to identify clients capable (,f accomplishing
the required task. The names and addresses of clients
or client representatives may be considerab1y more
difficult Lo obtain than the names of provider,; or
experts. s.inee rather strict regulations usuaLly
govern access to this kLnd of information. On(~

possibility is to enlist the assistance ()f the pub_Lie
or private agencies where such records are kept; they
may be willing to make the ini tial contac t \"ri th the
cliE!nts and to provide you wi th the requlred informa
tion onCE~ client agreement to participate is obtained.

Step 5: Obtain the respondents I cooperation. The rt~sp(lndents

selected Eor participation in the "tudy "honld be
individually contacted by telephone to eTllist 1:heil
support. Before making the contact.s, howev~r, it is
suggested that a telephone message be prepared and
used with all respondents. The message should explain:
(a) the purpose and importance of t.he study; (h)
the methodo logy to be emp toyed; (c) how responden ts
were selecl:ed; and (d) what will be required 01 those
who agree 1:0 participate. After obtainirlg t_he
respondent};' verbal commitment to the project, one
addItional step is recornm',nded. A letter of cc,nfirma
tion should be forwarded to respondents spec Lfying
in greater detail the purpose of the study and the
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approximate amount of time involved. An enclosed
postcard to be returned to the researcher can provide
confirmation of the respondents' correct name,
address, and telephone number along with a written
commitment to the project.

Step 6: Prepare and mail the first questionnaire. The purpose
of the first questionnaire is to obtain the respon
dents' answers to the major research question being
posed for resolution. Since all other questionnaires
will build upon the data received from this ques
tionnaire, clarity concerning the task to be performeJ
is extremely important. The questionnaire used in
the Oregon study can be found at the end of this
section.

It is wise to decide upon the amount of time
participants will have to return their responses.
Our experienee has indicated that a response-time
interval of 10-12 days is desirable, especially where
the study involves a large number of respondents,
and where a Iligh response rate is expected. Be sure
to enclose a pre-addressed stamped envelope for the
return of tht= response forms with all questionnaires;
this courtesy is considered a must to guarantee
even minimal returns. Soon after mailing the first
questionnaire, a "reminder notice" can be sent to
all respondellts who have not returned their replies
by (or perhaps a few days before) the deadline date.

Phase 2

Step 1: Analyze the replies obtained from questionnaire #1.
The primary purpose of this step is to organize and,
to some exteat, summarize the responses that will be
resubmitted to participants for additional considera
tion. This procedure should involve some variation
of the following general steps. (1) Make a copy of
each returned statement on a separate 3 X 5 index
card. (2) Sart the cards into piles of thematically
related statements. It is wise to have a colleague
work with you to check the accuracy of your clustering
or sorting results. (3) Eliminate obvious duplica
tions in each cluster, and (4) combine closely related
items. When these two steps are completed, each
cluster should be composed of unique but thematically
related statements. (5) If appropriate, rewrite some
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of the itpms for gr8at~r clarity and/or conl:iseness.
(6) As a final step, fel.lowing the rda format.,
collapse and rewrite the individual statemellts to
form one "expanded" statement of need. (An illustra-
tion of the clustering procedures involved in deriving
an expanded stateme[l[ ()f need can be found ~oward

the end of this section.)

Step 2: Prepare and mail the second questionnaire. The seCllnd
questionnaire is designed to allow· partic ipimts to
make a judgment concerning the importance cf the need~

that were identified in the first questionnaire.
This task can be accompllshed by instructing the
participants to rate each expanded statement of need
on a scale of importance. The questionnatrl~ used for
this purpose in the Oreg(}n study can be f')Urld at the
end of this section.

Step I: Analyze the replies obtai.ned for questlonna_i.reB. T)w
ratings from the second questionnaire should he
compiled and recorded on a master tally sheet. Separ~ltl>

data analyses should be performed for each of the
several regions or groupE, involved in the survey.

Step 2: Prepare and mail the third questionnaire. The task fc"
the third questionnaire requires participants to
reconsider a list of top--rated needs and to make I)np

final judgment lndicatin t : priorities. A decisinn
must first be made concerning the number of top-rated
need statements to [neluae in this third (IU(!stionl1air~.

Participants should then be asked to select 01" choose
approximately half of th,· need statements from the
total list. A copy of [tie third questionnaire in the
Oregon study can be foune at the end oE this section.

Phase 4

Step 1: Analyze the replies obtained from ques tionn§li.r~JI).

Rank-ordering of thE need statements can be accomplisher:
by tallying the fre,)uency with which they were selected
Separate analyses can be conducted for each of th,'
subgroups In th(! survey.
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Step 2: Present the final results to the steerinc con~jttec.

The steering committee should examine the results ond
make recorr~endations concerning any additional steps
in the data analysis that might be conducted. They
may also want to discuss the most effective way of
preparing the final report for presentation to the
Council.

Step 3: Prepare and submit report to the State Council.

Step 4: Prepare and mail report to participants.

An Illustration of the Expanded Problem-Statement Clustering Process

The following diagram illustrates the clustering process
involved in deriving an "expanded" statement of need.

Figure I
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~~; }------~ ens
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NSI } (Cross-Regional) (Revised)
NS2 ------~ ens --"'---IENS ~ ENS
NS)

R~gio[L IV

~~; } --------1
NS3

~~ro}~_V --l~ ens /

N,)



--13--

As shown in the figure, need statements generated hy particJ_pants
in each of the five regions are thematically clustered to form a
regional expanded nE~ed statement. Similar expanded need statements
from each of the regions are then combined and rewritten to form one
expanded need statement thCl t is cross.,..reg LanaI in content. F'inally,
this draft of the cross-regional expanded need stat.ement is revised
to refine its clarit.y and representativeness.

To further illustrate this irnport811t procedure, we 31"e including
the following examplE-~ of the clustE'ring process involved in der iving
an expanded need statement based upon the DAP problem generating forma t.
Tables ~ through ~ are, in effect, illustrations of the diagram
presented above. Table J:. presents individual lid-ail need statementf~

that were generated by four of the five r"gions in the Oregon study
concerning the central theme of "Transportation Ne"ds of thE' D"velnp
mentally Disabled." Table.l lists the expanded ne"d statements
resulting from the clustering of individudl need statements within
each region. Table.J presents the expand"d need statement derived
by combining the four regional expanded need statements. Table ~ pre
sents the final revised form of the cross·-regional expanded [1eE~d

s ta ternent.
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Table 1

Individual Need Statements for Each Regional Group

I<:,g ion---.!.:
1. D - Some clients walk, some clients wait for rides, and some

clients are brought by parents or relatives.
A - I would prefer a bus that would pick up and take back

clients at a spe,:ific time.
2. D - Public transportation is non-existent in our community.

A - A daily bus service throughout the county for transportation
to jobs, medical services, and social living activities
including spectator sports.

3. D - Community transportation is not oriented toward DJ) persons.
A - Specialized transportation services and devices should be

readilyavailab12.
4. D - Transportation i3 not provided for the students.

A - I would prefer that transportation be provided.

~2g ior'-..l!.:
1. D - Since the developmentally disabled tend to be widely

scattered in a ~ural district, transportation is scarce,
expensive or almost impossible.

A - Transportation should be made available to the disabled
at a reasonable rate and at reasonable times.

2. D - Students in special education classes seem to have great
difficulty in arranging their own transportation. They
rely heavily on parents and/or teachers to cart them
around.

A - Individualized attention within schools to assess student
transportation needs.

3. D - There is a problem of lack of adequate transportation -
the severely disabled find it difficult to use buses -
when available.

A - Special transportation facilities to take these people
places for social contact.

4. D A mentally retarded client living in a rural area was
denied training due to a lack of personal and/or public
transportation.

A - I prefer that transportation be made available to all
developmentally disabled individuals who have been accepted
for training.

!legior'-.!.!l.:
1. D - Transportation for the non-ambulatory developmentally

disabled is virtually nil, especially for ancillary ser
vices such as recreation programs and religious education.



Table I (continued)

A - Vans equipped with liydraulic lif ts an, needed in ,,11
population c:erlters.

Region V:
1. D - Insufficient transportation "or the developmentally

disabled.
A - Varied public transportation to meet the needs of the

developmentally disabled.
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Table 2

Regional Expanded Need Statements Derived by
Combining and Rewriting the Individual

Statements from each Regional Group

What is: There is no adequate public transportation in this com
munity for DII persons. Agencies must budget for private
carriers or depend on volunteers.

What is preferred: Th" community should provide a variety of
services to transport the disabled to schools, jobs,

dical facilities, and recreation centers.

What is: There is a lack of adequate transportation for the DD.
Most importantly, transportation to and from service
agencies and job sites is extremely lim ted. Special
education students, for example, must often rely on
parents and teachers for their transportation needs.
The accommodations that do exist are rarely equipped
to handle th" special needs of the severely disabled
population. Accommodations in rural areas, where the
DD tend to b" widely scattered, are particularly scarce
and are often too expensive for many to use.

What is preferred: I prefer that transportation accommodations
be available to all the DD who need it ... that it be
available at reasonable rates and at convenient times,
especially for those families isolated in rural areas
. . .and that. special accommodations be provided for
transporting the severely disabled.

What is: There is virt.ually no transportation for the non
ambulatory disabled, especially to allow them to
participate in support programs, such as recreation.

What is preferred: Sp"cially equipped vehicles should be provided
by communiti€,s to transport their disabled citizens to
and from various activities.

What is: There is insufficient transportation to meet the needs
of the DD in our community.

What is preferred: A variety of public transportation should be
made available.
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Table 3

Cross-regional Expanded Need Statement

What is: There is a lack of adequate transportation to meet the needs
of the DD in our community. Most importantly, transportati.on
to and from service agencjes, schools, job sites, and social
and recrea.tional facilities is extremely limited. Moreover,
the carriers that do exist are not adequately equipped to
accommodate the severely handicapped and non-ambulatory
client. [n rural areas, where the DD tend to be widely
scattered, transportation is even more scarce and often too
expensive. Many agencies must either budget for private
carriers or depend on volunteers for providing transportation.

What is preferred: [prefer that a variety of transportation alter
natives boe made available for all the DD in our communi ty
who require such facilities, regardless of the severity nf
their disability or their ability to pay. These services
should be available at convenient times, particularly foe
clients residing in rural or out-of-the-way areas.
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What is
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Table 4

Final Revised Expanded Need Statement

There is inadequate transportation for the 00 to and from
service agencies, schools, job sites, and social and recrea
tional facilities. Moreover, existing carriers are not
adequately equipped to accommodate 00 who are severely
handicapped and nonambulatory. Rural areas, where the DO
tend to be Widely scattered, have even fewer and more
expensive transportation alternatives than other areas.
Many agencies must either budget for private carriers or
depend on volunteers.

preferred: 1 prefer that a variety of transportation alterna
tives be available at convenient times to all DO, regardless
of the severity of their handicap, their ability to pay,
or their place of residence.

The remainder of this section includes copies of the
questionnaires that were used in the Oregon study.



- 79-·

REHABJLJ TATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATIO~

UNIVERSITY OF OREGON

MODIFIED DELPHI INVESTIGATION: NEEDS IDENTIFICATION

This is Part One of the modified Delphi Investigatioll Ln whi~h

you have kindly agreed to participate. Even before we begin, there
fore, let us extend our sincere thanks tel you for agreeing to take
the time and effort to contribute to our final product.

The topic of the investigati,)n is "Developing State Priorities
for the Dev"lopmentally Disabled in Oregc,n." (The Devel0l'm"ntally
Disabled ar" defined, at this time, as the mentally retarded, cerebral
palsied, and/or epileptic.)

The researcher is Mr. Kenneth Fox of the Rehabilitatlon Researcll
and Training Center in Men tal Re tarda t Lon, Univers i ty of OrE'gon. The
supervisor (If this study and directt)r of the Research and TI"aining
Center is Dr. Andrew Halpern.

Pu1'pose

This investigation has been designed by the Rehabili t ation
Research and Training Center in Mental Retardation, University of
Oregon, for use by the state of Oregon's Developmental Disabilities
(DD) Advisory Council. The information collected in this investiga
tion will be provided to the DD Advisory Council tD aid Council memher.
in their attempt to assess the immediate/future needs of the develop
mentally disabled throughout the state.

The investigation seeks to identify the major prob]ems currently
facing the developmentally disabled in Oregon so that wherever possible.
programs can be developed Dr other appropriate actions tal<en tD deal
with these problems.

~9Tticipant Information

As a member of a prc)fessiona] group concerned with providing
services to the developmentally disabled, you are, we helieve,
uniquely qualified to help us in this process. It is our t~sk to

-draw on your knowledge and opinl.ons, and to providl::!. the connnunlcatioll
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vehicle for you to share your perceptions with us and with other
profes8ionals serving the developmentally disabled.

The research technique being used in this investigation is one
which requires a series of br ief contacts by mail. On subsequent
cc.ntacts we will be providing you with summary information concerning
the products and perceptions of your entire group. We feel sure
that the generation of this kind of information will be of great value
te, us and, we hope, a rewarding experience for you.

Before we move on to the specific task for Phase One, however,
perhaps it would be helpful 1.0 briefly focus on the importance of
the investigation, and to indicate how the generated information will
b" used, by providing some background information on the function
01 the DD Advisory Council.

B''!:!!5fE.ound Information

The DD Advisory Council is the sole official body responsible
for the planning and coordinating of services for the developmentally
dlsabled on a statewide basis. The Council is composed of a represen
tative group of clients, praetitianers, and interested citizens whose
primary responsibility is for annual review and approval of a state
p:_an concerned exclusively with the developmentally disabled. This
responsibility requires that the Council be able to evaluate the extent
to which existing services m"et the needs of the developmentally
dlsabled, and from an examination of the discrepancies between needs
and services, to develop a l:lst of priorities for the allocation of
rl!SOUrces.

The Council's mandate with respect to evaluation is far reach
ing and complex. The accomplishment of this overall task requires
a series of intermediate stejJs, the most urgent of which is the direct
cQncern of this investigation -- to somehow ascertain the needs of
the developmentally disabled from both regional and statewide
p'~rspectives.

F.)cus

The problems that this study seeks to identify are major
problems currently faced ~ the developmentally disabled. In other
w'Jrds, we would like to focus primarily on the problems of the client
c'Jnsumer. However, don I t hesitate to suggest problems faced by those
w,o provide services to the developmentally disabled when you feel
tlat these are of pri;; importance to the client.
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1'['01:> lem Forma t

Finally, we \Jould like tCI generatr. your jJh<l~;f' (llH~ prClQJern

statements using a particulc1Y formclt. ~~x[Jerience has indicated tholl
this particular type of pr(Jblem-statement format is reJativ(~ly easy
to work with, and produces statements "rhich not on~y convey much
more information, bllt are ;1150 more easily understc]od t,V otllers.

~
. Each problem--stateml'nt should consist of t'Wo spparatp components:

) an assertion as to '\;h,lt is ll WJ_th respect to some general subjPct
at ter, and (2) an asserl:ion of l1wl~.!.-.2_~preferred II with reB-pee t tn

t t same subject matter. Stated differently, the r~!What t2:~~1c()mponent
describes,-tne current state 0.[ affairs 1)[ the prob Lem situation. It
should be~n a~sertion of iact) (as opposed tlJ a statement of value)
and should therefort~ indLc.:rtra state oE 3.Efairs which could bE~
checked by other observers. The '~~_}s Dreferred"_ ('ompont~nt tel Ls
us how you w'Juld prefer th.:it state of a Ef,'lirs to b.t~ ...r 1 t is not a
statement of fact, but a SI:.atement of E_reference or :::..?lu~. Unlike
the "what is ' ! statenent, the Tlwhat is preferred" sLatement ('annat he
publicly verified as to it. truth.

__ One or two examples may help to clarify the distinctlon bet\Jeente two comp'Jnents:

[

'Whi1t Is"

I have time to read one bOl!k
a month.
'-

Notic'E~ in tht~ above example that b'Jth statements haVE~ a common
focus or referent _u the number of books [ have time to read in a periocl
of one month. Noti(~e al!io thdt an attempt was made to bp a~; pl"ecise
as possible. Instead of u~:;ing phrclses li-~e "not enough time, I' or
" too few books'! (phrases which mean different things to different
people), reference vlas made to the exac t time period and number of
books involved in my problem.

r;What £s /I

!
I At my office the first pot of
\ coffee is seldom reacly until
\9:00 in the morning"

1 prefer that the coffee b~

ready when I arrive at 8:10
in the morning.

This .?xample involv(>s my problem of not being able to g€~t

coffee early in the morning. Again, an attempt wa~> made to be as
precise as possible in spe{'ifying the C1JrCent and the preferred st~ite

of aff'lirs.
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One last caution. Try to avoid confusing prescriptions or
.s·)lutions with either statements of facts or statements of value .
. L.)ok, for instance, at this rewording of the last example:

"What Is"-----
At my office the first pot of

..£offe" is seldom ready until 9 :00
in the morning.

"What Is Preferr'ed"

The janitor should make coffee
when he arrives.

In this example the "what is preferred" statement is actually
a prescription -- a proposed action -- rather than a statement of
preference. As a result, it is difficult to identify the particular
problem being described.

The Task----
You are asked to reflect on the information presented above
and then to generate two or three problem-statements in answer'
to the following question? "What do you consider' to be the
most important problems faced either by developmentally
disabled individuals you know personally Or' by most develop
mentally disabled in your particular region of the state?"

Please concentrate on major problems, but also attempt to be
as precise as possible. If you believe your problem-statement applies
t.o one particular disability group (for example the epileptic) or to
one particular age group (for example the pre-school), please state
t.hese qualifiers as part of your problem-statement.

All communications n,ceived are strictly confidential. You
are asked to fill out the attached personal data sheet and to include
your name on each returned form for statistical and operational
purposes ONLY.

Deadline-----
Since there are subsequent stages in this investigation, and

in order that all problems received may be processed for the second
:nage, you are asked to return the attached personal data and problem
:,tatement sheets in the stamped addressed envelope provided by
December 9, 1972. We suggest that you retain this introductory infor
lnation for your future refe"renee.

If you have any questions concerning the study, please do not
'lesitate to contact me at the Research and Training Center, University
of Oregon. My telephone number at the university is 503 - 686 - 5466
3nd at home, 503 - 343 - 4659.

Your cooperation is sincerely appreciated.

KENNETH D. FOX
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REHAB1LlTATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

l:NIVERSITY OF OIlEGON

PROBLEM - STATEMENTS

NAME:

Note: The information above the dotted Zine will be removed upon
receipt of this fOf'm.

ID 1/ _

STATEMENT OF THE TASK: ",'hat do you con"ider> to be the m,)st impol'tan'
pr>oblems faced either> by developm(mtal ly
disabled individuals you know per>sOIU111y
Of' by most rievelopmentaUy disabled in your
par>ticular> ~eg1:on of the state?"

(la) "What Is"

(lb)

(2a)

(2b)

(3a)

(3b)

"What [s Pr>e[er>l>ed"

"What Is II

"What [s Pr>e[err>ed"

"What Is 11

----rrwFiflt Is ITe[er>l'ed II

PLEASE RETURN IN TIlE ENVELOPE PROVIDED ALONG WITH THE ATTACHED DATA
SHEET. THANK YOU.
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CONEl.DENTI/1L INFORMATION

REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

MODIFIED DELPHI INVESTIGATION

(NOTE: PERSONAL DATA IS FOil STATISTICAL AND COMPUTATIONAL PURPOSES ONLY.)

1AME:

1ote: The infoWlation above the dotted line wi II be detached upon
peceipt of this foWl.

CURRENT OCCUPATION: IDII _

SEX: Male
Female

~OUR AGE RANGE: under 21
41 - 50

21 - 30
51 - 60

31 - 40
61 +

P.RE YOU CURRENTLY PROVIDING A SERVICE DIRECTLY TO THE DEVELOPMENTALLY
DISABLED: Yes

No

PLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONTACT WITH
(11' THE FOLLOWING DISABILITY GROUPS: (1) Mentally Retarded

(2) Cerebral Palsied
(3) Epileptic
(4) Multiply Handicapped

EACH
%
%
%
%

100%

PLEASE ESTIMATE THE PERCENTAGE OF YOUR PROFESSIONAL CONTACT
OF THE FOLLOWING AGE RANGES: (1) 0 - 6 years

(2) 7 - 18 years
(3) 19 - 50 years
(4) 51 + years

WITH CLIENTS
%
%
%
%

100%

PLEASE ESTIMATE YOUR TOTAL EXPERIENCE IN WORKING WITH THE DEVELOPMEN-
TALLY DISABLED. Years
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REHAB [L LTATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

IlNIVERS ITY OF OREGON

MODIFIED DELPHI INVESTIGATION: NEEDS IDENTIF ICATION

This is Part Two of the modified Delphi Investigation in which
you have kindly agreed to parti cipate. Once again let us extend our
sincere thanks to you for agreeing to take the time and effort te
contribute to our final product.

Review of General Information

As you recall, the topic of the investigation is "Developing
State Priorities for the Developmentally Disabled in Oregon." (The
Developmentally Disabled are defined, at this time, as the mentally
retarded, cerebral palsied, and/or epileptic.)

This investigation has been designed by tho" Rehabili tation
Research and Training Center in Mental Retardation, University of
Oregon, for use by the State of Oregon's Developmental Disabilities
(DD) Advisory Coune i1. The inf ormation collec ted in this i nves tiga tiol'
will be provided to the DD Advisory Council to aid Council members
in their attempt to assess the innnediate/future needs of the develop
mentally disabled throughout the state.

The investigation seeks to i.dentify the major problems currentl~'

facing the developmentally disabled in Oregon so that wherever
possible, programs can be developed or other appropriate actions
taken to deal with these problems.

Your Responses to Part One

In Part One of the study, you were asked to generate two or
three problem statements in answer to the following question: IIWhat
do you consider to be the most important problems faced either by
developmentally disabled individuals you know personally or by most
developmentally disabled in your particular region of the state?"
In writing your problem statements, you were asked to utilize the
following guidelines.

Each problem-statement should consist of two separate components:
(1) an assertion as to "what is" wjth respect to some general suhject
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matter, and (L) an .sssertion of "what is ~~ferred" with respect tu
that same subject matter. Stated differently, the IIwhat isl! com
p<lnent describes the current state of affairs of the problem situation.
II should be an assertion of fact (as opposed to a statement of value)
alld should therefore indicati~ a state of affairs which cuuld be
checked by other observers. The "what is preferred" component tells
uc how you would prefer that state of affairs to be. It is not a
statement of fact, but a statement of preference or value. Unlike
the "what is" statement, the "what is preferred" statement cannot
b(~ publicly verified as to i1:5 truth.

In response to this request 223 persons from throughouL the
SL_~te produced more than 600 problem statements for us to consider.

~
,ese statements have been clustered into 27 "expanded problem

statements" and are now presl~nted for your further consideration.
lIring Part Two of the study, you wi11 be asked to make some judgments

ahout these expanded problem statements.
c

Your Task in Part Two

Although a few of you who agreed to participate in this study
d cd not complett'\. Part One. we are asking all of you to participate
ill Part Two. ~our task will be to rate each of the expanded problem
Sl~atements with respect to it~ importance within your corrununitL.
Cnnsider the following examp)~

Legal Services for the DD
r
\ What Is: There is currently no provision in our
i community for legal counseling that is geared
:.<>specially to the 'leeds of the DD.

('What Is Preferred: I prefer that legal counsel
, capable of represe~ting the needs of the DD be
~vailable in every court in our community.

o 1 2 3 4 5 6 7

Not Slightly
A Important
Problem

Moderately
Important

Extremely
Important

_ If you do not think tlat the above statements represent a prob
f1--'rrii' in your community, then circle "0" on the scale. If you think
\ they describe a slightly important problem, then circle "I" on the

\s,'":ale. At the other extreme, a rating of "7" would indicate that you
I:.~ard the problem as extrem,~ly important in your community.

?
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As you rate the 27 expanded problem statements for jmportance.
please keep the following guidelines in mind:

1. Each item is to be rated lndependently. There is
no limit on the number of problems you might regard
as extremely important or slightly important or
anywhere in between.

2. You should rate each problem in terms of Lts
importance in your commlln~.

3. You may not agree with everything that is contained
in an expanded problem ~tatement. If you agree
with most of the statement. however. you should
circle-one of the importance ratings (one
through seven) rather than the IIr-eject" rating
(zero).

Deadline

In order that replIes may be processed for Part III of the
study, please return your ratings in the envelope provided by Friday,
February 9, 1973. You may retain these instructions for future
reference.

Again, if there are any questions please contact Mr. Kenneth
Fox at 686-1591.

Your cooperation is sincereJ.y appreciated.

PLEASE RETAIN THESE INSTRUCTIONS FOR FUTURE REFERENCE. THANK YOli.
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

EXPANDED PROBLEM STATEMENTS

II: II

Statem,mt Of Tile Task: Please rate each of the following pmb7.qrn
statements with r2spect to its importal1ce
to the disabi lity gr'oup for which you aN!
respcnding and within your aommunity.

1. Public Unders tanding and Acceptance of the DD

Wha t I,~: The public, whi Ie d ten solicitous, does not generally
understand the developmentally disabled or accept them as full
fledged members of the community; rather. it tends to over-emphasize
treir "hortcomings and ignOrE- their potential Eor growth. Worse, the
fears and misconceptions the public harbors are manifested in exten
sive social prejudice against the DD, who, as its victims, suffer
ridicule, humiliation, and rejection. Families, associates, and
professionals who deal with the DD are by no means innocent of such
pr ej ud ices.

weat Is Prderred: I prefer that the public -- including parents,
associates, employers, teachers and other service workers -- under
stand and accept the needs and abilities of the DD. State agencies,
pLblic schools, and the media might cooperate in programs to teach
tr e public ways of helping the DD and to encourage community inter
action with the DD.

o I 2 4 5 6 7

Not Slightly
A Important
Problem

2. Adequate Income For the lJD

Moderately
Important

Extremely
Important

What Is:----
sE_curity I

Income for the disabled, whether from employment, social
or public assistanc:e, is very inadequate.
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What Is Preferred: Income to the disabled should be sufficient for
them to enjoy life styles that are as normal as possible.

o I 2 3 II 5 (; 7

Not Slightly
A Important
Problem

Moderately
lmportant

extremely
Important

The remainder of this form has not been reproduced here in order to
conserve space.
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REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

MODIFIED DELPHI I~~ESTIGATION: NEED IDENTIFICATION

FINAL STAGE

This is the third and final stage of the modified Delphi study
cc-nceraed with developiag state priorities for the developmentally
disabled in Oregon. Once again we wish to thank you for your time
arld effort spent on parts on(~ and two of the study. Your participa
ti on has contributed very significantly to the present development
oj the project. We realize that a study of this nature places con
s]_derable demand on respondents, and this is another reason why your
contribution is so greatly appreciated.

Summa:ry of the Study to Date

In Part One of the study you were asked to generate statements
fucusing on the major problems of the developmentally disabled in
your particular region of th., state. These individual statements
\.J(~re then clustered and combined into a series of "expanded problem
sl.atements .11 In Part Two YOll were asked to rate each of the expanded
problem statements with respect to their importance within your
conununity.

The ratings from Part II were analyzed by combining your respon
SI~S with the responses of other participants representing your region
of the state. The list of problem statements presented in this
flnal questionnaire, therefore, represents those problems judged by
your regional group as being of greatest importance. During Part
Three of the study you are a,;ked to make one last judgment about these
pl:oblem statements.

YOUT' Task in PaT't ThT'ee

Your task in Part Thr,ae is to reconsider the enclosed 14
p,oblem statements and to select from this list the seven prohlem
statements which you believe to be of greatest importance within
y-)ur community. You are ask<.d to signify your choice by marking the
a )propriate spaces on the en-closed response sheet.
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When making your selections do not be concerned with r<lokin",
the statements in any particular order of importance. You ar(!
simply to check those seven stlltements which you believe reprE'sent
the most urgent problems facing the developmentally disabl,'d within
your community.

Deadline

In order that replies may be processed as quickly as possible,
please return the enclosed response sheet in the envelope provided
by March 9, 1973. If you have any questions concerning tbis final
stage, please contact me at 686-3591.

In appreciat.ion for your participation, a report summarizing
the results of this study will be made available to you upon request.
If you wish to receive a copy of the report, please check the appro
priate space on the response sheet.

Again, thank you for your continuing cooperation.

Kenneth D. Fox
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Regional Code No. I

REHABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

EXPANDE:D PROBLEM STATEMENTS

suztemgnt of the Task: Pleai'e read all of the following problem
stat,~ents and, on the enclosed response
sheet, select the seven statements which
you jeel are the most important ~ithin

your community.

1. Public Understanding and Acceptance of the DD

What I~: The public, while often ~olicitous, does not generally
understand the developmentally disabled or accept them as full
fledged members of the community; rather, it tends to over-emphasize
their shortcomings and ignor" their potential for growth. Worse,
the fears and misconceptions the public harbors are manifested in
e}~tensive social prejudice against the DD, who, as its victims 1

suffer rid lcule, humiliation., and rejection. Families, associates,
and professionals who deal wIth the DD are by no means innocent of
such prejudices.

~Iat is Preferred: I prefer that the public -- including parents,
af;sociates, employers, teachf~rs and other service workers -- under
sLand and accept the needs and abilities of the DD. State agencies,
public schools, and the media might cooperate in programs to teach
the public ways of helping tile DD and to encourage community inter
action with the DD.

2" Adequate Income for the DD

Wllat I~: [ncome for the disabled, whether from employment, social
security, or public assistance, is very inadequate.

~la t Is Preferred:
them to enjoy life

Income to the disabled should be sufficient for
styles that are as normal as possible.

The remainder of this form hilS not been reproduced here in order to
conserve space.
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Regional Code No. I

RE[ABILITATION RESEARCH AND TRAINING
CENTER IN MENTAL RETARDATION

UNIVERSITY OF OREGON

PHASE THREE RESPONSE SHEET

Instructions for Completing the Response Sheet: Please indicate your
selection of the seven most urgent problems in your community by
placing a check i~U;; space to the right of each selected item below.

1. Public Understanding and Acceptance of the DO

2. Adequate Income for the DO

3. Training in Living Skills for the DD

6. Opportunities for the Post-Schoc,l-Aged DD

7. Treatment for the Emotionally Disturbed DD

9. Educational Programs for all DD

10. Parental Involvement and Acceptance of the DD

13. Job Training fo"r the DD

15. Alternate Living Facilities for the DO

19. Job Opportunities for the DD

21. Coordination of Services

22. Special Learning Disabilities

26. Funding Programs for the DD

27. Preschool Opportunities for the DD

Please check th" space to the right if you wouLd like to
receive a copy of the report summarizing the r'~sults of
this study.

PLEASE DETACH AND RETURN THIS RESPONSE SHEET IN THE ENVELOPE PROVJDED.
THANK YOU.
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TWO ALTERNATIVE WAYS TO INVOLVE
A STATE DD COUNCIL IN DEFINING STATEWIDE COALS AND

PRIORITIES FOR DEVELOPMENTALLY DISABLED CITIZENS

To qualify for federal assistance under the Developmental
Disabilities Act, each state must establish an adequately staffed
st.ate planning and advisory eouncil that can periodically evaluate
existing services to developmentally disabled citizens and prepare
an annual State Plan for improving both the scope and quality of
ttlese services. More specifj.cally, the mandate requires that a state
c('uncil annually define a set: of goals and priorities for the succeed
ing year and then use these (1) as a vehicle for influencing others
who provide services to the developmentally disabled, (2) as a
guide for the council's own resource allocation decisions, and (3)
a,. a basis for collecting evaluative data at the beginning and end
of that particular year.

When a council engage" in systematic planning for the first
Ume, it probably has no prior set of statewide goals and priorities
OI, if it does, that set may be considered by council members to be
eE,sentially inadequate. Deseribed below, therefore, are two alterna
tive processes that we think a council can employ to define a new set
of goals and priorities. Om, of these alternatives allows council
members to generate goal stat.ements themselves; the second alterna
tive provides them with a ba"e of potential goal statements from which
ttey Can select or develop their own set of goals and priorities.
Finally, we have included a few brief comments regarding the processes
nat a council might employ t.o modify or refine its existing set of
gc,als and priorities in subsequent years.

AJ ternative One

This first alternative set of processes calls for the state
ccuncil to replicate at the state level the exact same set of small
group processes described earlier for use by local DD committees. As
indicated in that description, the processes require inputs from small
groups of individuals -- inputs that are identified as statements of
need OT rda's consisting of referents or topics, assertions of what is
with rl~spect to each referent, and comparable assertions of what is
£Eeferred with respect to each referent. This time, the inputs are
addressed to the general question, "What do you consider to be the
most important needs of either developmentally disabled individuals
you know personally or most developmentally disabled in our state?"
Each small group generates its own set of statements of need and then
processes those statements for interpersonal understanding and
accept.mce.



The rda's from all groups an' then collated or clustered
thematically, and expanded statements of need are prepared, presented
to the total council, and checked [()r understanding, acceptance, and
distortion. When the complete array of expanded rda's has been
processed, members of the council are invited to argue for the rela
tive importance of particular statements and then to rate and rank
order in terms of importance the total array of expanded statements
of need.

Other than changing the contt~xt of inquiry, therefore, from
needs of the developmentally disabled in one region of the state to
needs of the developmentally disabled throughout the state, the same
processes for defining goals and priorWes described earlier can ~lso
be used by a state council. If so, as before, the state council 's
final products will be two; (1) a Jist of goal st.,tements or expanded
statements of need, each of which was <lriginally generated by indi
viduals, checked on two occasions for group understanding, ~nd then
rated by the total membership Df the state cDuncil fDr impDrtance:
and (2) the subset of goal statements that, after having been rated
by most participants as extremely important, were subsequently
priDritized by the entire group. Either or both oE these products
can be included in the council's annual State Plan; both can be used
tD influence others in the state; and either or both of these products.
though probably only the highest: priority goals, c.m be used as a
basis for gathering evaluative data.

Alternative Two

This second aLternative set of processes assumes that the state
council has a list of potential goal statements generated by others
in the state from which council members can select and modiEy the
particular statement.s that they want to include in their own set. of
statewide goals and priorities.

To exemplify, assume that each of ten local DD committees in
a particular state has empLoyed the DAP group processes described
earlier, and has developed a rank-ordered list of its top ten goals
for the ensuing year. Because many of these 100 locally-defined goal
statements will overlap In content, they can usefully be categorized
by referents or topIcs to simplify their presentation to state council
members. Suppose, for instance, that the 100 statements cluster
around twenty-five reasonahly distinct content areas or referents;
if so, they can be most meaningfully presented to state council memhers
if they are Drganized in a bDoklet in terms of the twenty-five new
re.ferents, one referent and its related statements of need per page.

In addition, to glv~ council members a sense at a glilncl~ of
which goal statements each local committee generate.d and of thl~
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priorities they assigned to each goal statement, a two-dimensional
matrix can be developed which lists the twenty-five new referents
aed their 100 associated goal statements down the left side, each
ceded [or easy reference to the already-described booklet of state
mEnts, and the ten regions of the state across the top of the matrix.
A<::: app-roprlate, the rank-ordEr of each statement can then be indicated
ie the cells of the matrix. (See Appendix B for a sample display
of data in such a matrix.)

A second matrix that may be useful for a state council to
hcve during its deliberation on statewide goals and priorities relates
tte twenty-five new referents to the sixteen service areas usually
icentified in discussions and legislation relevant to the develop
mEntally disabled. Referent. can be arrayed down its side, the sixteen
s£'rvice areas can be listed c_cross i t5 top, and checks or IIX ' s" can
bt, use:! to indicate which referents or goal statements speak to which
Sf' TV ic e areas.

Given all this information -- the booklet of goal statements
OJ ganized in terms of twenty··five referents, the matrix of regional
priorities, and the matrix of regional goals related to service
areas -- state council membel'S can then be asked (1) to focus on the
t\olenty-five. referents, (2) to argue for their relative importance,
and (3) to identify by a ratIng or ranking procedure the ten most
critical of those twenty-five referents. Naturally, the local goal
st atements related to each rE~ferent help to "unpack" it, but council
m"mbers should be urged to rank-order the referents in terms of their
gt~neral content ratller than J.n terms of spe(~ific assertions incorporated
ill anyone of the related goal statements. In effect, therefore,
council members can be asked to select from the list of twenty-five
[E·ferents those ten referents that they think are most worthy of
bdng developed into state goals. Any number of processes can be
u~;ed; for instance, all twenty-five referents can be rated, a "score II

d(~veloped Eor each, and the top ten scores identified, or partici-
p"nts can be asked to select five of twenty-five referents and
frequency-of-selection scores can be used to identify the top ten
r(~ferents; or successive rounds of rating or ranking for importance
can gradually reduce the list from twenty-five to ten referents.

However handled, once the top ten referents have been identi
f:.ed, the members of the state council can be divided into ten small
groups. Each group can be assigned one of the ten referents and
charged to develop, from the one or more regional goal statements
rdated to that referent and reported in the booklet, a single expanded
sl:atement of need that best clescribes the specific state need or goal.
Itl so doing, council members mayor may not want to revise slightly
the original referent, but they most assuredly will want to pick
s,~lectively from the assertions of "what is" and "what is preferred"
f"und in the booklet of locaL goal statements. Eventually, each
slnall group should be able to prepare an entirely new state-oriented,
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expanded statement of neerl, one that t.akes its cues from tlw ·:;tat~

ments generated by Local groups and i.ncludes a re~=erent and cnmpaTdhle
.3ssertions in paragraph form of "what: is ll and "what is preferred."

Assuming that each subgroup has prepared its particular goa]
statement in reproducible form -- on acetates, wittt carbon copies,
or on ditto masters -- the ten new expanded goal statements can be
presented to the total state councll. As before in the local groups,
these new expanded statements of need should then be processed for
interpersonal undel-standing and acceptance as well as for distort ion
of the original statements provided by the local groups.

Finally, when all ten goal statements have been processed,
exercises similar to those descrihed earlier can be emp LOYI~d by the
state council to rate and/or rank-order the list of ten goals. re
sulting eventually in a St?t of state pri~rities fClr the ensuill~ Yf~ar.

The product of this sec{)nli alternativ~, therefore, is e~selltiitl1v

the same as that of the first alternative. The second aSSllmes.
however, that the state ctmncil will build on inputs from local
committees; the first assumes that. the c::'lUncil either cannot obta in
or does not want to consider those local inputs.

1'1odifying or Refinl~n Existing Set of Statewide Goals a~~)rioriti~s.

Once a state councll has identlfied its inltia] set of goals
Clnd priorities in the form of a referent and comparable statements
of "what is" and "what is preferred," it has taken a long step toward
evaluating ,3.chievement of those goals. .\s explained in some detail
in the next section of this report, the ,.:ouncil's immediate task is
to gather baseline data all tile current state of each gORI, so thaI:
when follow-up data are gllthered at the end of the year on the same
goals, council members cml determine the extent to which progress has
in fact been made toward their achievement.

Thus, each year, c()uncil members can modify and/(lr add to last
year's goals and priorities on the basis of (1) evaluative data allout
achievement of last year 's goals and (2) another round of inputs fr,--,m
local DD committees. One way to do this would be simply to replica te
the processes employed the first year to define goals and priorities.
As an alternative, those original processes can bp adjusted in such
a way that (1) a prior year's goals can he carried forward -- but
with evaluative data available about each -- (2) new goals ,can be
added, and (3) the total list of both new and old goals can be reduced
systematically to CL set of five or seven or ten highest priority £;oals,
Clearly, the specifjc processes designed each year to modify a state
council's Sl=[ of gc,als and priorities will have to depend largely on
its success in achleving last year'. goals, the availabllltv of inputs
from local committees, and the decision llf council members to build
llpon the past or to stal't frE~sh each year.
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ROLE OF THE STATE DEVELOPMENTAL DISABILITIES
COUNCIL IN EVALUATING ACHIEVEMENT

OF ITS GOALS

Background and Context

The evaluation strategy developed in this project for use by
state developmental disabilities councils assumes that planning and
evalual:ion are inseparable components of a cyclical process. Planning
lays the foundation for evaluation by specifying the goals and objec
tives that must be measured. Evaluation influences subsequent plan
ning efforts by documenting the extent to which goals and objectives
have bl!en achieved.

A critical requirement of this evaluation strategy is that a
need b" defined as the discrepancy between an existing state of affairs
and a desired state of affairs. This definition of a need leads to
a styllzed method of stating goals, whereby each goal consists of
three I:omponents: a referent indicating the subject matter of the
goal; .1 designative statement indicating the current state of affairs
with respect to that referent; and an appraisive statement indicating
the desired state of affairs.

Once goal statements ~ave been formulated in this fashion,
evaluation can be construed as a three-step process occurring over
an ext,.nded period of time: (1) ascertaining the accuracy of the
dEsignative statement for each goal shortly after the goal has been
adopted, and using this information fOT a baseline evaluation report;
(2) ascertaining any progresE with respect to the designative state
mEnt after the passage of a period of time; and (3) examining the
rEmaini.ng discrepancy between the actual and preferred state of
a!faira. Results from steps two and three can be utilized in a
fc,llow-up evaluation report.

Implementation of the Strategy

The development of a baseline evaluation report begins with a
c'reful examination of a stat.e council's established goals and priori
tjes. The designative component of each goal statement must be
en'pirically examined in order to ascertain its truth or falsity.
Any of three possible conclusions may result from the initial inquiry:
0) Available data are fully adequate to confirm the designative
c(,mponent of the goal statement; (2) Available data are not fully
adequate; or (3) No data avaJ,lable are relevant to the goal statement.
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When adequat.e data are avaflable, it is possible., oj coursE:',
to verify immediately the designative component of a given goal
statement. When no relevant data are available, jt is necessary Lo
design and Implement a strategy for collecting such data beEore the
designative statemput can be verif ied. l,.Jhen available data 8r'e on1 V

partially adequate I' a decision must be made whethf~r to use these
available data or t.o generate additional data as well.

Once the status of the designative component of a given goal
lias been cOllfirmed, it is then possible to examine the discrepancy
between the actual and preferred state o~ affairs. An assessment
of this discrepancy constitutes the core of a baseline evaluation
report. This initial report serves two purposes: (1) it provides
an empirica.l founda tion for encouraging agencies and programs to
attend to particular unmet needs of developmentally disabl~d people:
an,1 (2) it !Jrovides a benchmark against which to nleasure future pro
gress with respect to each adopted goal. Figure 1 presents a flow
chart of the procedures that have just been discussed for verHying
the designative component of a goal statement and assessing dlscre
pancies between the actual and preferred state of affairs.

Prior to submitting its next annual plan, a state ':olJncil
should prepare a follow-up evaluation report assessing progress with
respect to each previously adopted goal. Preparation Eor this report.
however, should begin immediately followjng completion of the base-
l ine report ..

One of the products or the baseline report will be an aware-ness
of certain i.nadequacies in the data that have been collect ..d. Such
awareness should serve to stimulate the designing of improved data
collection procedures prior to conducting the follow-up evaluation.
It may be necessary to establish one or more task forces to investi
gate a variE!ty of data collection alternatives.

Once the data collection strategies have been determ"ined and
sufficient time has elapsed for progress to occur, follow-up data
should be collected concerning the designative component oE each goal.
Examination of this follow-up data in juxtaposition with comparable
baseline dat.a will permit an evaluation of whether or not pl·ogress
has been made with respect to each adoptE'd goal. Further ..xaminatillD
of the discrepancy between the new ilctual state of affairs ~Ind the
preferred state of affairs will also provide an evaluation of the
progress that still remains to be achieved. The follow-up evaluation -report
should then be used to inf luence thl~ stat e developmen tal d isab iIi ties
council as it determines its goals ilnd priorities for the nf~xt year.
A flowchart summarizing these procedures for follow-up evaluation can
be found in Figure 2.
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FIGURE 1
Flowchart of BASELINE Evaluation
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Flowchart of Fa] low-Up Evaluation
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Although it is clear that the processes of planning and evalua
tion are cyclical in nature, the length of an individual cycle may
be som"what arbitrary. A developmental disabilities council will
probably follow a one-year cycle since the law requires that state
plans be evaluated and revised on an annual basis.

Figure 3 portrays the major events in such a cycle over a two
year p.:!riod. As can be seen from this flow chart, a separate activity
of baseline evaluation is required only for new goals that emerge
dlring the goal setting procEBs. When an old goal is readopted for
a subs'~quent year, follow-up information from the previous year can
sErve as baseline data againEt which to measure any progress that
m"y be revealed from follow-up information collected during the sub
sf'quen t ye;lr.

Some Simulation Exercises

The flow charts and accompanying discussion just presented
cc_n be used in an introductory lecture to council members on this
strategy for evaluation, provided they have been preViously introduced
teo the planning concepts which constitute a foundation for the cycle.
In addition to a formal lecture, however, it may be useful to provide
cCluncil members with a more experiential frame of reference for
ur~erstanding the issues and complexities of the evaluation process.
Tc>ward this end, a number of simulation exercises have been developed.

In addition to providJ_ng an opportunity for experiencing the
evaluation process vicariously, the simulation exercises were designed
t" stress especially the foLowing points: (1) Baseline data should
b" gathered soon af ter adopt:con of a set of goals; (2) Careful
evaluation of adopted goals will influence goal setting procedures
ill subsequent years; (3) The identification and gathering of high
quality data for evaluation's partially the responsibility of council
members; and (4) Different types of goals require different kinds
01 evaluative data.

In order to illustrat,~ this fourth point, three simulation
e:cercises were developed, eac~h requiring a different kind of data.
The first exercise illustratl~s a goal in which agencies providing
services are the appropriate "subjects" for data collection. The
second exercise illustrates .3. goal in which the clients receiving
sl!rvices are the appropriate subjects. The third exercise illustrates
a goal in which people other than clients are the appropriate sub
jl~ctS. Examining these three exercises together illustrates the
point that no single data co llection format will be suitable for
evaluating all types of goals.
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The three exercises refer to goals of high priority to the
Oregon Developmental Disabilities Council, in order to maximize the
believabili ty and relevance of the exercises and, hopefully, the
lesson,; to be learned from them. With this in mind, the exercises
are pr(~sented here only as examples. Others wishing to engage in
similar activities should probably devise their own exercises i.n
order to ensure that the material will be attractive to their own
council members.

The following exercises presented to Oregon Council members
make r!,ference to a File of Background Data and to Charts 1, II, and
Ill. The charts are reproductions of Figures One, Two, and Three
presented above. The File of Background Data contained Oregon's 1973
State Plan, some data collection forms that are being proposed for
adoption in Oregon, and a contrived memorandum providing data with
respect to one of the exercises. The File has not heen reproduced
here because of space limitations.

Exercise One

The highest priority goal established by the Oregon DD Council
last y(~ar was not phrased as a goal referent, statement of "what is"
and a comparable statement of "what is preferred." However, it was
relatively easy to translate that goal into this format.

GOAL REFERENT: Fixed Point of Referral Services

GOAL STATEHENT:

What is:

What is
----

pref erred:

There are no centrally located agencies in the
state -- fixed point of referral centers -- that
are designed (1) to help the developmentally
disabled and their families get to and make use
of existing services, (2) to provide information
to developmentally disabled people and the gen
eral public, and (3) to maintain a central re~is

try of developmentally disabled people and the
services available to them.

We prefer that centers able to meet the above
needs -- fixed point of referral centers -- be
established throughout the State of Oregon.

Task Ill: Given the above goal statement, the File of Background Data,
and Charts I, II, and III, attempt to determine:
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8. the "What Is" state of the goal at the time of
its adop tion;

b. the current "What Is II s tate of the goal; and
c. the specific data, if any, that may still be

needed for an adequate evaluation of movement
during the past year toward achievement of the
goal.

Task 112: Prepare a brief evaluation report on the status of the goal
today for presentation at tomorrow's State DD Council meet
ing when goals and priorities "'rill be set for next year.

Task 113: Assume that during the State DD Council session you are
asked to prepare for presentatIon after lunch a revised
statement of a Fixed Point of Referral goal for Council
consideration as a high priority goal next year. Prepare
the statement as you would submit it to the afternoon
Council session.

Task //4: Assume that two weeks have elapsed since the State DD
Council met and established it~ goals and priorities and
that you are now involved in a DD Council Executive
Committee meeting called to enE:ure that adequate baseline
data are established for each high priority goal. In
addition, assume that the goal statement you prepared in
Task 113 continues to be one of the state's high priority
goals.

Given the revised goa l statemer,t, the File of Background
Data, and Charts I, It, and Ill, prepare a directive to
the staff of the State DD Council indicating the specH lc
kinds and sources of baseline data that should he collected
with respect to this goal.
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Exercise Two

One great concern expressed by those who help developmentally
d:csabled people is their need for alternative living facilities.
Therefore, it seems plausibl" that the following goal would be
adopted as a high priority of the State DD Council for next year.

GOAL REFERENT:

GOAL STATEMENT:

Alternativl' Living Facilities

What is: Alternativ(~ living arrangements for developmentally
disabled pl!ople are extremely limited. Spec ifically,
there is a lack of group homes. foster homes,
halfway houses, and other noninstitutional living
facilities to provide care and independent living
opportunities. Existing facilities are ofteTI
inconveniently located, are not prepared to deal
with certain disabilities (such as emotional dis
turbances I)r multiple handicaps), and usually do
not providl! regular social and educational activi
ties. In ;lddition, their supervisors are often
poorly trained and badly paid.

What is
preferred: We prefer chat a variety of noninstitutional,

homelike living arrangements be available so that
developmentally disabled people can live as inde
pendently and actively as possible. We also prefer
that these facilities be centrally located and
integrated with community educational, vocational,
recreation,ll, and transportation services. Finally,
we prefer that adequate pay be provided for well
trained and certified lod ividuals to supervise
these facilities.

Task: Assume that two weeks have elapsed since the State DO Council
met and established this as one of its high priority goals.
You are now involved to 8 DD Council Executive Committee meeting
called to ensure that adequate baseline data are established
for each high priority goal.

Given the goal statem"nt, the File of Background Data, and
Charts I, II, and Ill, prepare a directive to the staff of the
State DO Council indicating the specific sources of baseline
data that should be c"llected with respect to this goal.
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Exercise Three

Great conc"rn has been voiced about the attitud"s of th"
public with respeet to developmentally disabled people. T"el"efo1:e,
it seems plausibl" that the following goal would be adopt"d as a high
priority of th" Stat" DD Council for n"xt y"ar.

GOAL REFERENT:

GOAL STATEI1ENT:

What is:

What is-----
pr"f"rr"d:

Attitudes of Otl'''rs Toward the DD

The general public tl~nds to devalue and dj.scrj_min
ate against p"rsons wit" d"v"lopm"ntal disabili
ties. It is often uninformed and apathetic about
the problems of handicapped groups. PC,[ example.
there are a number 0; myths and misconceptions
about epileptics, often the result of a lack e)F
understanding and knowledge about the disabilitv;
moreov"r, the noticeably physically handicapped
are often rejected simply on the basis of their
disabilities.

We prefer that in an effort to increase public
understanding there lle more dissemination of
information about the capabilities as well as
the limitations of d,>velopmentally disahled
people ... that handicapped persons be evaluat..d
on th"ir own merits, regardless of their particular
disability ... and th"t widespread myths and mis
conceptions -- parti,:ularly with respect to
epilepsy -- be disp"lled by public eduration in
an effort to increaSf~ public understanding anc
acceptance.

Task: Assume that two we"ks have elapsed since the State DD Counc i 1
m"t and established this as one of its high priority goals.
You are now involved in a DD Council Executive Cormnlttee meet
ing called to ensure that adequat" baseline data are established
for each high priority goal.

GivE~n the goal statement, the File of Background Data, and
Charts I, II, and Ill, prepare a directive to the staff of
the State DD Council indicating the specific kinds and sourceb
of baseline data that should be collected with r"spect to this
goal.



Appendix A

1. Developmental Disabilities Planning
and Advisory Council Membership

2. State Council September Workshop Agenda

3. State Council April Workshop Agenda
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Developmental Disabilities Planning and
Advisory Council Membership

E. E. Balsiger
Ccnsumer Representative
Oregon Association for

Retarded Children
Klamath Falls, Oregon

Allison Belcher
Cc,nsumer Representative
Pe'rtlao.d, Oregon

BC:lrton Brown
C(lnSUmer Representative
Pacific Northwest Bell
P<trtland, Oregon

Z,me Campbell*
Consumer Representative
Omark Industries, Inc.
Portland, Oregon

Norman Crawford
Consumer Representative
UTlited Cerebral Palsy of

Oregon

Harold D. Fredericks, Ph.D.
H""gher Education
Teaching Division, Oregon

College of Education
Monmouth, Oregon

Andrew S. Halpern, Ph.D.
Higher Education
Rehabilitation Research and

Training Center in Mental
Retardation

University of Oregon
E1lgene, Oregon

*11ember, Executive Committee

Tom Higley
Consumer Representative
Oregon Association for

Retarded Children
Pendleton, Oregon

Jeffrey Johnston
Consumer Representative
Portland, Oregon

Linda Kiever
Consumer Representative
United Cerebral Palsy
Salem, Oregon

David D. Kullowatz, D. D.
Consumer Representative
Oregon Association for

Retarded Children
Salem, Oregon

William Lowther
Provider Representative
Public Assistance Division
Salem, Oregon

David MacFarlane, M. D.
Provider Representative
University of Oregon Medical

School
Portland, Oregon

Richard J. Mathewson, D.D.S.
Consumer Representative
United Cerebral Palsy Association
Portland, Oregon



Jerry McGee, Ph.D."
Consumer Representative
Oregon Association for

Retarded Children
Salem, Oregon

Richard S. Mitchell, Ph.D."
Consumer Representative
United Cerebral Palsy Association
Portland, Oregon

Dean Orton
Provider Representative
Children's Services Division
Salem, Oregon

Rhesa Penn, M.D.
Provider Representative
Department of Human Resources,

Health Division
Portland, Oregon

James Pomeroy, M.D.*
Provider Representative
Mental Retardation Services
Salem, Oregon

Ray Rothstrom
Provider Representative
Oregon Board of Education
Salem, Oregon

Robert Schwarz, Ph .. D.
Provider Representative
Center on Human Development
University of Oregon
Eugene, Oregon

Norman Silver
Provider Representative
Department of Human Resources,

Vocational Rehabilitation
Division

Salem, Oregon

*Member, Executive Committee
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Bette Stokes*
Consumer Representative
Epilepsy League of Oregon
Portland, Oregon

Hazel Warren*
Provider Representative
Comprehensive Health Planning

Association for Portland
Metropolitan Area

Portland, Oregon

James M. Watson, M.D."
Consumer Representative
Epilepsy League of Oregon
Portland, Oregon

Helen White
Consumer Representative
Comprehensive Health Planning

Agency
Coos Bay, Gregorl

~ealth Planning Staff

David Porter
',D Plannel"
Office of Comprehensive Health

Planning
Salem, Oregon

:l.uth Russell
DD Planner
Office of Comprehensive Health

Planning
Salem, Oregon



-110 -

State Council September Workshop Agenda

Thursday, September 14

Registration and warmup

Fr~ September 15

o Introductory comments

o What is planning and what is evaluation?

o Review of current data available to state
council and its staff

o Lunch

o Presentation and discussion of a strategy
for generating state goals and priorities

Saturday, September 16

o lnitial generation by the council of some
potential state goals

o Lunch

o Establish potential state priorities from
among the generated goals
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State COllneil AprIl Workshop Agenda

Friday, April 13

o Lunch

o Executive conunittee evaluation simulation
exercise

Saturday, April 14

o Registration

o General review of the pLanning and I~V8]U3ti(HI

project

o Presentation and discussion of ttle results
from the local workshops and survey gQal
generating activities

o Lunch

o Establish state goals and priorities fo"r the
1973 state plan



Appendix B

1. Materials D"veloped to Assist the State
Counc il in Their Needs Assessment and Goal
Setting Acti.vities:

a. A Summary of Goal Referents, Goal
Statements, Procedures, Groups, and
Group Priorities

b. A Master List of Top Priority Goal
Referents and Related Goal Statements
Relevant to Oregon's Developmentally
Disabled

2. A Complete List of the Eleven Expanded Problem
Statements Adopted by the Oregon State Council
for Use in the State Plan
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A Master List of Top Priority
Goal Referents and Related Goal Statements

Relevant to Oregon's Developmentally Disabled

1.0 Attitudes of the DO Toward Themselves

1.1 What is: 11any DO individuals poorly understand their handi
cap, often believing that, because of it, they cannot marry,
hold a job, or participate in normal social activities.
Many also feel stigmatized and therefore attempt to keep
their condition a secret.

What is preferred: We prefer that each DO individual be
helped to understand both his disorder and his unique ahili
ties, that he openly admit his condition, and that he seek
assistance.

2.0 Attitudes of the General Public Toward the DO

2.1 What is: The public, while often solicitous, does not gen
erally understand the developmentally disabled or accept
them as full-fledged members of the community; ra ther. it
tends to overemphasize their shortcomings and ignore their
potential for growth. Worse, the fears and misconceptions
the public harbors are manifested in extensive social pre
judice against the DD, who, as its victims, suffer ridicule,
humiliation, and rejection. Families, associates, and pro
fessionals who deal. with th~ DD are by no means innecent of
such prejudices.

What is preferred: We prefer that the public -- including
parents, associates, employers, teachers and other service
workers -- understand and accept the needs and abili ties of
the DO. State agencies, public schools, and the media might
cooperate in programs to teach the public ways of helping
the DD and to encourage community interaction with the DD.

2.2 What is: The general public tends to devalue and discrimin
ate against person:; with developmental disabilities. It is
often uninformed and apathetic about the problems of handi
capped groups. For example, there are a number of myths and
misconceptions abol1t epileptics, often the result oj- a lack
of understanding and knowledge about the disability: more
over, the noticeably physically handicapped are often rejected
simply on the basia of their disabilities.

What is preferred: We prefer that in an effort to increase
public understanding there be more dissemination of
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information about the capahLlities as well as tile limitalions
of the DD . . . that handicapped persons be evaluated on their
own merits, regardless of their particular disability ..
and that widespread myths and misconceptions of the DO -
particularly with respect Lo epilepsy -- be dispelled by
public education in an effort to increase public understanding
and acceptance.

3.0 Attitude of Employers Toward the DD

3.1 What is: Many employers are reluctant to hire the DD. As a
result, for example, epileptics find they need to conceal
their disability during job interviews.

What is preferred: We preler that there be equal Opp,)rtuni [y
--no discrlmination--for the DD in appropriate areas ,)f the
job market ... that disclosllre of an epileptic's disability
not prejudice his employment opportunitie'3.

4.0 Attitudes of Insurance Companies Toward the DD

4.1 What is: [nsurance companies 0 Eten discr Lminate agains t the
DD, either by simply refusing them coverage or hy charging
high premiums for limited coverage.

What is preferred:
as to be available
reasonable rates.

We prefer that insurance be regulated so
to all qualified DD individuals, and at

5.0 Personal Rights of the DO

5.1 What is: The rights and wishes of the DD who live in group
or nursing homes are not always protected. Unscrupulous
home operators may exploit them, for example, bv using or
withholding their personal allowances, controlling their
medication, or keeping them in a home against their wIll.

What is prt!ferred: We prefer that DO clients be protected
against exploitation by care providers. Where <l pati(mt IS

unable to determine his rights, protection should he prov,ded
--caseworkers could be given mar·:? power to protect their
clients, for example.

6.0 Architectural Barriers to the DD

6.1 What is: The majority of public and private building",
inc luding low cos t housing, are physically inaceess ibJ e to
the physically handicapped. Leglslation relevant to this
now applies only to new, state-mmed buildings.
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What is preferred: We prefer that all buildings, including
low cost housing, be designed for easy entrance, exit, and
usability by the physically handicapped ... furthermore,
that legislative and funding constraints be enacted to make
all facilities accessible to the physically handicapped.

6.2 What is: Architectural barriers, such as stairways without
ramps or doorways tOI) narrow for wheelchairs, restrict the
mobility and thus the independence of the DD. Even new or
remodeled buildings are constructed without consideration
for the disabled.

What is preferred: '"e prefer that the needs of the DD be
considered in the design of major public buildings. Special
safety and conveniencoe features, such as ramps and el"vators,
should be provided wherever possible so that disabled can
use these buildings.

7.0 Funds for Providing Servi,oes for the DD

7.1 What is: Funds for the provision of services to the DD are
generally inadequate. This is sometimes because the DD are
low on the priority list for available money. In other in
stances, money alloc,lted for the DD is deposited in all
agency's general fund and then spent for other purposes.
The mechanisms for funding programs are also frequently
clumsy and ineffective. For example, one agency may need
to apply to numerous sources in order to get sufficient funds
for a single program. Moreover, money that is awarded often
carries inappropriate restrictions concerning the types of
DD people that are eligible, and frequently the announcement
of awards comes too late for effective planning.

What is preferred: I"e prefer that more local, state, and
federal funds be mad'e available for increasing and improving
programs for the DD; that specially designated funds for the
DD be used only for their intended purposes; that consistent
methods of appropriating funds be developed, with as few
restrictions as possible on the types of DD persons eligible;
and that grant awards be announced far enough in advance for
effective planning and implementation.

7.2 What is: There is a lack of public money for implementing
programs and service:,. Prior legislatures did not always
give high priority to the problems of the DD. The lack of
funds prevent some DD from obtaining adequate medication and
equipment.



What is preferred: We rrel e, thdt there be sufEielent funds
to implement programs ... that the next legislature be more
sympathetic to the finandal needs of the DD ... thn there
be adequate funds to modify or ameliorate medical and equip
ment needs of the DD, e.g., a medication/equipment bank
especially for development"Uy disabled individuals.

7.3 What is: Some regions do not receive their fair sharl~

based on need and populatIon -- of Oregon's state and local
funds for the DD. For example, only two of fifteen grant
proposals '3ubmitted from CE'ntral Oregon during the past
three years have been fllntled.

Wha~ is preferred: We prefer that funds [or the DD £ rom
state and federal sources be more fairly allocated on thE'
basis of population and need in each area of the staU~..

8.0 Basic Research Helevant to the DD

8.1 What is: Knowledge of the functions of the braln (both gen
eral and specific) is E"xtremely limited.

What is preferred: We prefer that basic research into thl~

functions of the brain be accelerated, and that such research
ultimately provide information useful in diagnosing and
treating specific brain disorders.

9.0 Knowledge and Training of Physic ians 'Who Serve the DIl

9.1 What is: Many physicians arE" not well informed about thl'
diagnosis and treatment of devel,opmental disabilitles (espec
ially seizure disorders). Moreover, they are usually not
trained to counsel DD patjents a~out the psychosocial aspecls
of their disorders.

What is preferred: We prefer th.;t physic;.ans be well in
fanned and skilled in the diagnosis and treatment "f deveJor
mental disorders and in the counseling and DD patient~;.

10.0 Knowledge and Traini'!).8_-,,--f Non-Physic lans Who ~;erve t.he .DD

10.1 What is: Those who serVE" the DIl often lack th,- knowledge,
und.~rstanding, and training to meet the nE'eds of the DD.
For example, many teachers and administrators have had insuff
icient expc,sure (in university courses or in practjeums) t.o

the methods and purposes of special education; teachers often
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do not understand problems in emotional or physical develop
ment; administrators frequently lack interest; and many care
providers do not have the training to provide stimulating
home environments.

What is preferred: We prefer that DD persons be served by
knowledgeable, understanding people who are aware of the
needs of the DD and who have the desire and skills to meet
these needs. There should be cooperative programs (between
agencies and universities, for example) to educate service
workers about the DD, and to encourage them to take an inter
est in the problems of the DD, and to give them training in
recognizing and alleviating problems.

11.0 Identification of the DD

11.1 What is: There is currently little or no effort directed
toward the early identification of persons with DD, i.e.,
from birth to age one. Moreover, many of the DD who reside
in Oregon are unknown to service agencies and, therefore,
receive no services. In addition, there is no one agency
charged with the responsibility of identifying and maintain
ing an updated roster of all the DD in each county.

What is preferred: We prefer that a greater effort be directed
toward early identification of the DD . . • that steps
be taken to identify the DD in Oregon . . . and that one
agency be charged with the responsibility for maintaining
a current roster indicating the number and location of po
tential DD clients.

11.2 What is: In this community, there is little coordinated and
responsible effort to screen and identify the DD. Some DD
are identified only when they come in contact with public
agencies; thus, they sometimes go undetected too long, par
ticularly children who need very early treatment. Children are
usually not screened at school entrance, and there is no
routine screening of under-achievers by public school teachers.

What is preferred: WE prefer that there be greater effort
to identify and locate the DD who do not now receive service;
that emphasis be on identifying the preschool DD population;
that there be routine testing of potential MRs in the early
school years; that efforts be continued to identify the
post-schaal-aged DD; and, that service providers, such as
teachers, be better prepared to recognize early problems.
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12.1 What is:----
research
region.

There is current ly no diagnostLc clinic or
~enter for the df'v~lopmentally liisahled In l)UT

What is preferred: ~e prE·fer that a comprehp.nsjve diag
nostic clinic ._- possihly combined with a research center
-- be established in a location convenient to our re-sion
and that diagnosLs attend. [0 the emotiona], mentaL, :;oci,-ll
and physic"l needs of th" developmentally disabled.

12.2 What is: There are curren tJ y no adequat p _ test ing ;)"[ograms
in our re~~ion fe,r e.valliaLing the abilities ana ta.lent.;:; -;-jf

the DD -_. pre--school abilities, vocational skill,., meLlt,-31
aptitude, ~~d ~n forth.

Wh,?"!: is pr~terr~~: L.Je prefE'I t~,qt a .:omprehensive I '~S:-ji-,'::

program be devel{)I)e~ to diagnose and evall1atp all ia,_et~~ of
a developmentall~r disableo individual's abilitLes anc...
sk ills.

12.3 Wh"t is: There -lS a lack 01 adequate diagnostic and
evaluatioll services for all age-groups of the DD in our
community. Whp.r(~ services are available I insufficient
resources (particuL~rly the shIJ rtage of trained and
experienced professionals) limi.t the frec[uencYI c()mpre
heilsiveness, and usefulnpss of the servic:e. For f".xample.
client plans must: ofte.r. be fOrr.llllaterl from rec.ordB too
old. and vague to be f) f cii rec l v,llll~; good evalua t ion
instruments are lacki~g; ancl importdnt c.lient decisions
are ofte'll. made ,,,j.thout cClrrobor,lting evidence.

What is preferreG: We prefer that adequClte and cornpre
hensive diagnostjc and evaluation servicps bE- regularly
and frequently availAble to all DD in this community.,
that theSE' services b2 provided by trained and com~et:ent

personnel; that partic'Jlar emphasis be di rected to\Yard tile

differential diagnosis of the preschool DD poplilation;
that more effective evaluation and asses::::ment instruments
be developed; and that data from such instruments be
corroborated by other available evidence, especially
first-hand observation of the c~ients in~olved.
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13.0 Coordinating of Services for the DD

13.1 What is: There is a general lack of coordination of
services to the DD. For example, there is often no
follow-through on referrals, with the result that many
DD simply get lost "between the cracks."

What is preferred: We prefer that a specialized agency
be created to provide comprehensive coordination of the
medical, educational, vocational, and other services
available to the DD in our region.

13.2 What is: There is no central source of information on
available services for the DD, their parents, and providers
of services to the DD; as a result, agencies sometimes
duplicate services or are unaware of each other's
activities.

What is preferred: We prefer that a central information
source be made available to the DD, the parents of DD,
and those agencies presently providing services to the DD.

13.3 What is: No fixed-point referral is provided: follow
along of the DD is not regular and consistent: some
agencies retain clients unnecessarily when they could
be better served by another agency; some services are
duplicated by many agencies while other services remain
unavailable.

What is preferred: We prefer that there be one central
agency responsible for coordinating services to the DD .
and that this agency be client-oriented to provide
adequate follow-along for the DD.

13.4 ~lat is: It is very difficult to coordinate care for the
DD. For example, there is no fixed person or agency in
our community to act as a referral point for them and
their families. Without such a service(as things now
stand), many do not receive all of the services for which
they are eligible. Existing programs frequently suffer
from lack of coordination and communication among service
agencies and professionals, resulting in fragmented or
overlapping delivery of services. Lack of coordination
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also makes it difficult tl) pl.aIl and provide for a life
time continuity of services.

What is preferred: We prefer that a fixed person or
agency be designated in our conununity tD help DIJ clients
and their families Dbtain all the services they need
throughout their lives. [n addition, we prefer that coor
dination be improved among agencies serving DO.

14.1 Wha t is: Most trea tment for the DD means removal from
the communi ty -- that is, it mE'ans having to travE!1
somewhere. For installce, tllere is no physical rehabill·
tation center in the area and transportation is not only
necessary, but often a problem and an expense.

What is preferred: We prEfer that there be iocal treat
ment centers in the region; for example, that: there be
a physical rehabilitation cellter in our region with
adequately trained staff and a sufficient nwnber of
resident personnel.

14.2 What is: Special services and facilities for the DIJ ilrc
extremely limited in our cormnunity. The alternative of
traveling to other communjties (sometime:; at considerilble
distances) is expensive and time consuming (especially
when emergency services are needed), and removes the
individual from family and friends. Furthermore, cDrmnuni
cation at long distance is frequently ineffective. FDr
example, agency personnel in distant corrununities sometimes
make decisions about DD individuals without really
understanding Local conditions and needs. Distance also
makes obtaining necessary treatment information. and
records more difficult.

What is preferred: We prefer that a wid(~ range of sl~rvices

be availahle regionally -- where possible, within our
community.. When tr~vel to dist3.nt communities is still
necessary., more effective commun.ication should be
establishE!d between those facilities and the people
they serv€~ in our communj ties.
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15.0 Transportation Services for the DD

15.1 Wha t is: There is inadequa te transportation for the DD
to and from servi<:e agencies, schools, job sites, and
social and recrea':ional facilities. Moreover, eXisting
carriers are not adequately equipped to acconnnodate DD
individuals who are severely handicapped and nonambulatory.
Rural areas, wherl! the DD tend to be widely scattered,
have even fewer and more expensive transportation alter
natives than other areas. Many agencies must eith~r

budget for privatI! carriers or depend on volunteers.

What is preferred: We prefer that a variety of transpor
tation alternativl~s be available at convenient times to
all DD, regardless of the severity of their handicap,
their ability to pay, or their place of residence.

15.2 What is: Public and/or low cost transportation for the
DD is limited. Medical and service facilities do not
provide year-round transportation to DD clients in need
of this service. There is no centralized transportation
system available to the DD, and they often have difficulty
manipulating present metro transportation systems, e.g.,
complicated trans it maps, unclear bus identification,
barriers of the equipment itself, etc.

What is preferred: We prefer that there be more public
and/or low cost transportation for the DD ... that these
facilities and services be better designed and more easily
understood ... that agencies serving the DD provide year
round transportation ... and that centralized transportation
systems be established to provide for the special needs
of DD passengers.

16.0 ]'rainin8 for the DD With Respect to Basic Living Skills

16.1 What is: DD individuals (especially post-institutional
MR's) are often unprepared to function effectively in
the community or to cope confidently with the routine
activities of daily living. Some lack basic self-care
skills (bathing, dressing, etc.), but nearly all are
deficient in decision-making and communication skills,
as well as in the practical abilities needed to run a
home or hold a job without supervision.

What is preferred: We prefer that there be greater program
emphasis on providing the DD with the knowledge, training,
and experiences necessary for them to develop more effec
tive self-help and social-living skills.
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17.0 Treatment for the Emotionally Disturbed DD

17.1 What is: Ther e is limited h"lp available in our community
for DD individuals who also suffer from emotional problems.
Treatment is expensive aod/o1" scarce, particularly fOl

children and juveniles (whose problems are often mani-·
fested in disruptive classroom behavior).

What is preferred: We prefer that better treatment sf"rvice.s
be available in our community for the emotionally disturbed
DD. No one should be denied a service' because of its cost;
and teachers should have hell' in dealing with the behav Lor
problems of emotionally disturbed students.

18.0 Treatment for Epileptic Seizures

18.1 What is: Medical control of seizures is not entirely
satisfactory. Medication programs arE' often poorly planned
and administered. Moreover, anticonvulsants are too
expensive for some, may have unpleasant side effects, and
are not always reliable.

What is~erred: We prefer that there be more effective
medical programs to control seizures; moreover, that more
satisfactory medication be available to all who need it.

19.0 Services for Pre-School DD Children

19.1 What is: There are very few direct services availabl" to
DD children under four years,

What is preferred: We prefer that there be a whole range
of services available to DD children under four aE well
as to their parents: more physical therapy, occupational
therapy, speech t.herapy, and preschool experienceE: as weLL
as more parental education and training.

19.2 What is: There are few programs to provide edueation.
training, and therapy for preschool DD children. There
are almost no services for the very young (although
remediation should start as (~arly as possibJe) , and exist~

ing early education programs segregate the handicapped
from the nonhandicapped -- if they accept DD cb ildren at
all.

What is preferred: We prefer that there be more programs
to provide direci:- early serV:Lces to preschool [oD children.
These programs should be integrated as much as possible
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with regular preschool programs, but should focus on
early intervention in areas of developmental as well as
academic difficulties, plus providing training in basic
self-care and social adjustment.

20.0 Services for Post-School DD Adults

20.1 What is: There are little or no services available to the
DD who are beyond high school age. For example, there is
no activity center outside the major city in our region.

What is preferred: We prefer that there be a whole range
of services available to the DD who are no longer in
school: day care services, activity centers, and workshops
that provide meaningful remunerBtion for the DD.

20.2 What is: Very few programs provide educational, social,
and vocational training opportunities for the DD who are
past school age; moreover, available programs are often
inconveniently located. Thus, if a developmentally
disabled person does not receive the services he needs by
his early twenties, he is often without further options
for growth and training.

What is preferred: We prefer that the DD who are beyond
school age have a wide variety of publicly supported
options for education and training. These opportunities
should be provided for an individual until he has reached
his maximum competence, no matter how severe his dis
ability.

21.0 ~lternative Living Arrangements for the DD

21.1 What is: In our region there are insufficient supervised
living situations/facilities, and those that exist lack
trained personnel. For example, there are no cornmunity
based long-term residential treatment centers; there are
limited facilities with trained personnel to provide care
on a temporary basis for moderately independent DD
children and adults; more specifically, there are few
foster homes and most are poorly designed and staffed;
there is no supportive assistance for severely handicapped
adults who wish to live independently; and there is no
housing other than Fairview available for the CPo

What is preferred: We prefer that there be available a
wide range of living situations/facilities for the DD in
our region ... that well trained personnel staff these
facilities •.. that the public be made aware of the need
for foster homes ..• and that HUD provide housing for the
DD in each project.



21.2 What is: In our region there- are lim:~ted alternative
living arrangements --- (ew group homes, foster homes,
community homes, etc. -- and so few residential facilLties
that wtll promote independent living and/or total livlng
care, particularly EOI" t~le severely disabled.

What i,~erred: We prefer that there be more residen
tial services and more suitable housing for the DD in our
region -- that there bE more "protective living environ
ments,1I both permanent and temporary near available
services that there be more group-sllpervised living
facilities that, to the extent possible, the DD be
able tll live outside formal institutions.

21.3 What is: There is little available information about
commun:lty homE~s or residential center:3 that are· Cilready
in operdtiou outside (ll C:entral Orego11. Moreover, rtl2re
are no such facilities available in our region it:3elf
for small groups of OD adults who are willing and abJ@ to
live together under the supervision of trained staff.
That is, older DD in the region receivp no .3.ssLstanc€" [11

the form of domiciliary care, "half-way houses,1I or h'..:,mes
with surrogdte parents that can help them live indepell
dently in the communitj.

What is preferred: We prefer that moore -Lnform8tion ahout
existing community homE's or residential centers he avai 1
able and that a variety of conununi ty -10mes, llha 1 f -way
houses,'! and homes with Hurrogate parents be available in
the major cities of· 01JI region.

21.4 What is: Alternate li\'ing arrangements for the flO are
extremely limited. Specifically, there is 1 lack oj· group
homes, foster homes, half-way houses, and other nl1nlnsti
tutional living facilities tn provide care ::l.nd independenl
living experiences for the DD. Existing facilities a.re
often inconveniently Located, are not prepared to deal
with certain disabtliti.es (such as emotional disturbances
or multiple handicaps) l and usually do not. provide regular
social and educational 3(:tivities. In addition, their
supervisors are often poorly trained and badly paid.

What is preferred: We prefer that a variety oE noninstitu·
tional, homelike livin~; iirrangements be available so the
DD can live as independently and actively as possible.
I also prefer that these facilities be centrally ioc"t~ct

and integrated with community educati':Jnal, vocational.
recreational, and t.ransp(Jrtation services. Finally. I

prefer that adequate pay he provided for well-treined and
certified individu~lls 10 supervise these facjlities.
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22 0 Financial Income for DD Adults

22.1 What is: Income for the disabled, whether from employment,
social security, or public assistance, is very inadequate.

What is preferred.: We prefer that income for the disabled
be sufficient for them to enjoy life styles that are as
normal as possible.

23,0 Job Training for the DD

23.1 What is: It is d:ifficult for many DD to obtain job
training. For example, in our region, the only job
training workshop for those over sixteen years of age is
located in Redmond. Moreover, transportation to and from
the Opportunity Center is undependable; as a simple example,
the buses are in bad need of repair.

What is preferred: We prefer that at least there be better,
more dependable e'luipment for transporting the DD to and
from the Opportunlty Center; ideally we prefer that there
be more job trainIng workshops in local areas.

23.2 What is: Vocational training programs for the DD are
extremely limited. Existing training programs are often
irrelevant and/or non-redemptive; many exclude certain
disability groups or depend on unreliable "contract work"
with private indu:3try; and many are not suited to the
needs or talents ,)f the individuals involved.

What is preferred: We prefer that more job training
opportunities be ,}vailable to the DD in private industry,
in government, and in sheltered workshops and, to the
extent possible, these opportunities be provided within
or near the community. I also prefer that programs not
only emphasize adequate training for specific and relevant
skills, but also develop individual's full potential.
Moreover, I prefer more complete client evaluation and
follow-up services, more effective cooperation among the
agencies involved in vocational training, and more funds
for subsidizing client training.

24.0 Job Opportunities for the DD

<:4.1 What is: There are insufficient opportunities for the
adult DD to be employed; most who are employed hold jobs
that earn only minimal wages.
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What i.~ferred: We prefer that the DD be given the
opportunity to become taxpayers instead of tax burdens ...
that potential employers be made aware that the DD are
capable of holding a job ... that an advocate go with the
DO to act as :l liaison between the employer and the DO ...
that, in those cases when the adult DO earns wages at a
level below those necessary for an adequate income, an
income supplement he provided ... and that, to the extent
possible, legislation require affirmative action for the
DD: for example, in some cases, it may be feasihle t.o
require that one of each 25 work stations be reserven
for DO workers.

24.2 What is: Job opportunities for trained DD are very scarce.
Although sheltered workshops are available, they rarely
prOVide opportunities for permanent employment. There
is virtually no attention paid to job development or job
recruitment which results in minimal job placement of
trained DD. As one example, there is little employment
of the trainable mentally rEtarded beyond high school.
Moreover t employers don't SE'em to understand which j r)bf

can be performed adequately by the DO, and there is no
centrally located center that is able to evaluate the
vocational abilities of individual 00 and help them find
jobs by serving as a liaison with potential employers.

What is preferred: We pref"r that every trained 00 be
able to find a job; that local cities appraise and use the
00 (especially the mentally retarded) in their lnbor
markets; that employers leatn to select jobs that are
suitable for each individual; that a centrally located
employment service for the DO be available; nnd that a
program of permanent _.- that is, long-term _.~ sheltered
workshops be instituted.

24.3 What is: Exist ing sheltered workshops and ac tivi ty
centers are too few in numbf'r and/or too limited in number
of work stations to accommodate the DD who might benet it
from such facilities, e.g., the severely mentally retard~d

What is preferred: We pref"r that there be an increase
in the number of such facilities and in the identification
and development of additional work stations within e-xisting
facilities ... furthermore, that there be a hierarctlY cf
options available within sue:h facilities for slleltered
workshops, ranging froln sheltered work or activity tc
transitional work to outside work experience.



-125-

24.4 Wha t is: Job OpptHtuni ties are extremely 1imi ted f or all
the DD; it is espl!cially hard to find jobs that are even
slightly rewarding or that pay adequate wages. In private
industry, DD workers are not accepted for many reasons,
such as their inability to compete with "normal" workers,
a lack of understanding on the part of employers, poor
efforts to create new jobs, and the inflexibility of
labor and insuranee regulations. In the public sector,
there is a shortage of all kinds of sheltered workshops.

What is preferred: We prefer that the disproportionately
high rate of unemployment among the DD be substantially
reduced. There should be organized efforts to help the
DD identify and obtain jobs (e.g., through job placement
and vocational counseling services); to help potential
employers understand the DD and develop a variety of jobs
and pay scales for them; and to work for liberalized
regulations. We also prefer the establishment of more
sheltered workshops (especially those operating on a
proprietary basis), with more training grants and more
adequate pay for employees.

24.5 What is: Many cerebral palsied individuals find it
difficult to get and hold jobs. For all DD, there is no
interim job step between sheltered workshops and regular
job employment. And for many moderately and mildly
retarded adults, the unavailability of insurance seriously
limits their opportunities for employment.

What is preferred: We prefer that there be earlier and
more vocational counseling, training and placement for the
cerebral palsied during and after high school ... that an
interim step be provided by private industry between
sheltered workshops and full-time employment ... and that
employment insurance be available to those adults who are
moderately or mildly retarded.

25.0 !;eneral Education Programs for DD Children

:~5.l What is: Educational programs for the DD are limited and
inadequate. For example, basic education programs are
limited in the Four-County area. Some MR's are not in
school, but are c,n waiting lists for special education
classes. Adequate public education programs for children
with uncontrolled seizures are not available. There is a
lack of public education programs (particularly pre-school)
for the multihandicapped. And there are few infant educa
tion programs (birth to 2 years).



What is ~~!..r.!~_<:!: We pre'fer that educatjonal pr{jgr.3rn~

for all IlD be ava1letbLe ... th,t has1c educat ion pr,)~ratns

be expanded in local school Hstricts ... that there he
adequate public education programs for children wIth
uncontrolled :3eizures ... lhat there be educational programs
for the multihandicapped ... that there be trainlng programs
for IlDs aged l8-21 ... and that there be education programs
for pre-school DO children.

25.2 What is: There are only limited educational programs
in our community for all DD children. Most of these
programs segregate DD pupils into spec.ial classes (which
isolates them from regular school programs and stigmd
tizes them as IIdifferent") or put children I)f too hrc,::td
an age range Clr incompatible disorders together in one
class. Furthermorf~~ curriculums are 10t sufficiently
indlviliualizecl, and pupil records are poorly kept.

What is preferred: We prefer that all Illl children ""ceiv"
a full·-time, publicly supported education. This mav
involve. both special classes and integration into regular
classes, with special.L)· l:rained resource teache~s, indivi
dualized curr iculurns, and methodically kept pupil records.

26.0 Physical Education Programs for Illl Children

26.1 What is: The physical education of DO childree, is often
neglec ted. Automatic J'. E. exemptions for childr€:'n wi th
motor disorders are thE' rule in many publLc schools, while
special schools samet inles do not even provide P. f~. pr0R.ram~~.

What is preferred: We prefer that all Illl chi ldrpn ililv~

the opportunity to parli(~ipate in physical. education pro
grams, whether they are' ill public or special schools

27.0 Educational 'Programs for DO chIldren With S~e...cial-.!,ei1rning

Disabilities

27.1 What is: DD children with special le3rnillg problems, such
as speech or language (leficiencies, d~ not receive aclequB[F'
services in our public schools. For example, the avail
ability of speech therapy is very limited. Moreover,
many of the DD are unahl(~. to read or even recognize words
that are important for social or vocatIonal survIval,
Furthermore~ they are frequently unable to COnU1lUnicate

effectively with anoth"r person, either verhally or
nonverbally.
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What is preferred: We prefer that more programs be
provided for DD children with special learning prohlems.
These programs should include more speech therapy and
individualized reading programs, with a minimum goal of
teaching the child to recognize socially and vocationally
important words. We would also like the DD who lack skills
in verbal and nonverbal communication to have such train
ing.

28.0 Educational Programs for TMR Children

28.1 What is: There are inadequate educational programs, facili
ties, and trained personnel for all the TMR. Many are not
being served, although they are eligible, especially those
from rural communities who have no transportation.
Existing programs are hampered by over-crowded classrooms,
by the inclusion of too wide an age range of pupils, and
by the lack of an adequate pre-vocational curriculum
focusing on functional academic and self-help skills.

What is preferred: We prefer that more TMR children be
served by special educational and prevocational programs
and by regular visits with trained specialists, such as
speech therapists. Moreover, we prefer that transportation
to these programs and services be available, particularly
in rural areas. Pinally, we prefer that programs emphasize
self-help skills and functional reading and writing,
and that better m,Herials and methods for TMR instruction
be developed.

29.0 Educational Programs for EMR Children

29.1 What is: Educational programs for the EMR, if they exist
at all, tend to place too much emphasis on traditional
academics and negLect the more critical areas of life
adjustment. This is especially true at the junior and
senior high school level, where insufficient efforts are
focused on vocati,)nal, pre-vocational, and social adjust
ment skills. At the elementary and intermediate levels,
basic skills, particularly reading, are often not taught
effectively. Furthermore, class sizes and age ranges
wi thin classes ar,e frequently too large.

What is preferred: We prefer that appropriate educational
programs be available for all EMR' s in our community; that
these programs include both academic and life skills
(with an emphasis on the latter); that programs at the
secondary level emphasize vocational, pre-vocational,
and social skills (including sex education and on-the-job
training); and that programs at the primary and intermediate
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levels teach basic skiLls in smaller classrooms wj th more
homogeneous age groupings.

30.0 Social and Recreational Activities for the DO

30.1 What is: There are currently in our region no activity
centers, special recreational facilities, or Hppcial
programs designed to provide the developmentally disabled
of all ages with opportunities for social interaction,
counseling, continued education, recreation, or just .1

variety of kinds of physical exercise.

What is preferred: We prefer that in addition 1.0 scll<Jols
and school programs there be activity centers in each
locality large enough to support them -- ideally, in all
major towns in our region; that there be community-wide
socialization services, special recreational programs
and facilities, and ample opportunities for the DO to
engage in physical exereise; and that organizations
throughout the region make a point of inviting and
integrating the 00 in their c,wn social activities.

30.2 What is: The social and r-ecreational needs of the DD are
not being adequately met. Specifically, the DD are
socially isolated within the community by being separated
from normal participation in clubs and recreational
facilities, and by the lack (Jf activity centers" spec ial
recreational facilities, or other programs designed to
provide them with varied, meaningful activIties. Those
who. are too old to have access to school activities
or who are less able particularly need stimulating programs.

What is preferred: We prefer that the DO be integrated
into the social structure of the community as much as
possible. The community should develop social programs
and recreational facilities (such as clubs and activity
centers) that would serve th.· OD and also allow them con
tact with members of the wid,'r community. There should
be special provision for oldf'r DDs and for the less able.

31. 0 Counseling and Training Services fc,r Families of the DO

31.1 What is: Some parents find it difficult to acknowledge
or accept their DD children, others are apathetic towdrcl
their children's conditions, and nearly all worry about
how to provide supervised long-term security (fJ'nancial,
physical, and emotional) for their children, particularly
if they are severely disabled. Help for parents who want
their children to remain at home rather than be
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institutionalized is either unavailable or inadequate.
For example, therl~ is a general lack of counseling
services for parents of the DD; there is a particular
lack of counseling services for helping handle matters
of family stress associated with severe (terminal)
illnesses of multLply handicapped children. In addition,
there is a lack of follow-up services and social advocacy
programs for parents, there are few educational seminars
for parents to le,un more about their childrens' legal
rights and social opportunities and about how to stimu
late and work with them; and there is little research
conducted on the psychological stresses upon parents of
the DD.

What is preferred: We prefer that there be more help
available to parents of the DD to help them accept and
deal with their children -- more frequent and expert
counseling services, on both an emergency and on-going
basis; more parental seminars and training sessions to
develop parental knowledge and skills; and more research
on the psychologi:al problems and stresses facing parents
of the DD.

31.2 What is: Many parents of the DD do not provide their
children with the kinds of early experiences conducive
to good mental, social, emotional and physical develop
ment. Rather, they inhibit independence and self
sufficiency by withdrawing interest, over-protecting, or
failing to expose their children to "real-life" situations.
In the extreme, families of the DD ignore the abilities
or limitations of their children and may refuse to
cooperate closely with those able to provide services.

What is preferred: We prefer that (beginning with identi
fication of a child's disability) families of the DD
receive ongoing professional guidance to help them under
stand the disability and aid in its treatment. In
addition, we prefer that families either expose their DD
children to more real-life situations or else help them
find alternative living arrangements that encourage their
self-sufficiency, and that families cooperate more closely
with service agencies.

:II. 3 What is: Programs and f acili ties for training parents of
the DD about available services and about skills and
strategies for dealing with the DD child are limited or
nonexistent.
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What is~erred: We prefer that there be cootdinated
parent education programs 1n all areas of the c:,unty to
provide knowledge of sel'vlces and training fOl ~eaJing with
the DD children.

31.4 What is: Most families of the DO need professional
assistance. However, there is little guidance and
training available to hE~lp parents understand their
children and lead them to fuller lives. Parent~i CJTe not

given sufficient individualized training in teac hlng no
children or in hand 1 tng beha\lior problems. M(lr~over.

there is a lack of professional counseling services to
help families cope with specific problems or develop
long-range plans.

What is preferred: We prefer that community-based
programs be developed to provide families with t.he training
they need to cope with the care and problems of their DlJ
members. Parents should havE' information about what is
available for the DO and Individual instruction ([rom
parent training special[sts) in how to teach their chi],lren
In addition, we prefer that professional counselors be
available to help parents (through classes. discussion
groups, or group counse.Ling sess ions) improve fami 1y
life and develop their DD child.

31.5 What is: There is littLe or no professional counseling
help available or readi Ly ace essible to either the DD
themselves or their famlliE's: little or no help tn "life
span planning; II 1 it tIe t::ounSE~ling for individua 1s and
families with epi lepsy; little help in family crises
(marital or sibling).

What is preferred: We pretel that there be much ITore
counseling available to the IlD and their farni Lies . .. that

there be long-range counseling ... and that there be more
consultative help available. 1.0 all who care f,n the VI>.

32. a Finaneial Assistance to Famil res oj the DD

32.1 What is: Families of the aD -- especially cf low and
middle income -- are burdened with financial problems.
Comprehensive insurance is expensive and limited. Many
expensive servicE's and equipment are not covered by
present insurancE' coverage.

What is~err..<:i.: We prefe]· that services be made directlv
available to all DDs without cost. .. that thE're be financirtl
assistance for treatment ... or that there be mort-tary "dis·
aster" relief for parti.:ular:i.y expensive services.
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32.2 What is: Families are overburdened with the high costs
of special services (medical treatment, prescription diets,
etc.) for their OJ) members. They must sometimes pay for
services that are free for "normal" children, and there
is little assistance for middle-income families. Foster
OJ) children are not considered adoptable because of the
unrelieved expensl~s of rearing them, nor are their foster
parents adequately compensated.

What is preferred: We prefer that families be relieved
of the heavy expenses of providing special care for DO
members. Services should be available to all the DO,
without costing ml)re than they do for "normal" children,
and families (including foster and adoptive parents)
should have more :financial relief, regardless of their
income.

33. 0 ~espite Services for the DO and Their Families

33.1 What is: There is inadequate part-time or respite care
for all ages of the DO. Specifically, there are too few
babysitting, nursing, or homemaking services for families
with live-in DO m,.mbers, which often prevents the rest
of the family from working, responding to emergencies,
or obtaining periodic relief from their full-time care
responsibilities. Furthermore, there are few community
residential facilities for short-term respite care of
the DD. What is ,wailable is frequently too expensive.
Without these services, families must often place DO
members in institutions.

What is preferred: We prefer that more professional part
time care be available, including babysitting, nursing,
and homemaking se-rvices. In addition, we prefer that local
facilities be avallable for short-term, residential
respite care.

33.2 What is: There is currently in our region limited help
available to provide personal care for those DDs who are
homebound or homeIast and to relieve persons and families
of the DO who need to provide constant, round-the-clock
care of their dev,.lopmentally disabled family members.
There are, for example, only a limited number of baby
sitters who can assist the families of the DO as well as
the DDs themselves, and there are no speech therapists
who can provide rl~gular home services for those who are
developmentally disabled.

What is preferred: We prefer that there be more help
available to care for homebound DDs; that respite care be
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available to the families of DDs; that babysitters be
especially trained to handle the n..eds of the DDs; and
that speech therapists be available to provide regular
home services to those DDs who are homebound or homefast.

33.3 What is: There is inadequate part-tim,e care, on either a
regular or respite basis, for all ages of DO. Specifically,
there are too little voluntary or no cost baby-sitting or
homemaklng services availahle to families of the DD, which
often prevents them from heing able to work, respond to
emergeneies, or periodica lly be reliev,ed of hour ly-dail y
responsibilities in the care of DD persons within the
family. A central referral system for these services is
not available.

What is preferred: We prefer that local services For
part-time care be established, includillg provision of
trained personnel who can come to the 110mes of the DO
for baby-sitting and homemaking s ..rvic,es.

33.4 What is: It is difficuJ t for families of the DO to obtain
respite from their normal responsibilities or in times of
crisis. There are, for example, limited day-cate services
for DDs in our region.

What is preferred: We prefer that there be more respJ.te
care available in the county ... that there be, for example,
day care services for DDs available in all areas of the
country.
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1\ Complete List of the Eleven Expanded Problem Statements Adopted
by the Oregon State Council for Use in the State Plan

FIRST PRIORITY

COORDINATION OF SERVICES FOR THE DEVELOPMENTALLY DISABLED

What Is:

There are currently 8 service coordinators in Oregon serving
12 counties (44% of Oregon's population). The service
coordinators: (1) assist the developmentally disabled and
their family in obtaining and utilizing existing services; (2)
disseminate informati,)n to the developmentally disabled and
general public; (3) d"velop and maintain:
(a) a catalogue of s"rvices available to the developmentally

disabled;
(b) a local identifi'oation system of the developmentally

disabled;
(c) local data on th,' unmet needs of the developmentally

disabled and on services provided for input into a
statewide inforrn.3.tion system;

(4) advocate and facilitate program development; and (5) pro
vide follow-along services to the developmentally disabled.

Wh.lt is Preferred:

We prefer continuation of the existing services provided by
the service coordinators and expansion in the following areas:

prefer to provide Oregon with full geographic coverage
by service coordinators;
prefer combination of state and local funding for the
service coordinator positions;
prefer stronger utilization and involvement of service
coordinators in planning development and coordination
of local programs for the developmentally disabled;
prefer that service coordinators be fully responsible
for the community placement and follow-along of all
institutional residents.
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SECOND PRIOR] TY

PERSONAL RIGHTS OF THE DEVELOPMENTALLY DISABLED

What Is:

The right of the developmentally disabled to receive compen
sation for work performed is often neglected in vocational
and institutional settings. The developmentally disabled
may be denied use of their personal allowances, be kept tn
institutions against their best interest, or have behavior
controlled wi th med ieat ion in li~~u of sui table programs.

What is Preferred:

We prefer that developmentally d1sabled individuals bE·
protected against exploitation. Where a person is unahle to
determine his rights, protection should be provided by
guardianship and advocacy programs. The Declaration of Rights
of the Mentally Retarded as adopted by the United Nations
and International Congress on Mental Retardation should
apply in all cases.
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THIRD PRIORITY

PRE-SCHOOL FOR THE DEVELOPMENTALLY DISABLED

What Is:

There are too few diH'ct education, training and therapy
services available for the developmentally disabled 0-6
years old. Parent counseling and training programs to support
direct services received by the child are often not considered
an integral part of pre-school programs. Existing early
education programs separate the handicapped from non-handi
capped -- if the education programs accept the handicapped
at all. Home infant stimulation programs are usually not
con5idered an integral part of pre-school programs.

WhEt is Preferred

We prefer that there be more programs to provide direct
early services to the developmentally disabled children 0-6
years old. These programs should be integrated as much as
possible with "regular" pre-school programs, but should
focus on early interv"ntion in the areas of developmental
as well as academic di_fficulties, plus providing training
in basic self-eare, social adjustment and language develop
men t. In addition, parental educat ion, training, and home
infant stimulation programs should be made an integral part
of each and every pre--school program.
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FOURTH PRIORITY

SCREENING FOR EARLY IDENTIFICATION OF THE DEVELOPMENTALLY DISABLED

What Is:

At present, screening for early identification of develop
mentally disabled individuals is inadequate. Further,
comprehensive diagnostic and evaluation procedures are often
unavailable for those who have been identified.

What is Preferred:

We prefer that every individual have the advantage of a
broad based screening program within a reasonable distance
of his home. Those individuals identified as having a
possible developmental disability should be seen promptly
and, if necessary, included in a system of coordinated
services.
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FIFTH PRIORITY

FUND FOR PROVIDING SERVICES FOR THE DEVELOPMENTALLY DISABLED

Who t Is:

a) Funds for services to the developmentally disabled are
inadequate.

b) Some funds allocated for the developmentally disabled
are lost in the g"neral fund of some agencies.

c) Agencies and services are frequently ineffective or
redundant.

d) Funds are often limited by categorical restrictions.

e) Mechanisms for funding are clumsy and ineffective, cause
confusion in agenl:ies and discourage local services.

What is Preferred:

a) We prefer more loeal, state, and federal funds for
improving programs.

b) We prefer that specially designated funds be used only
for their intended purpose.

c) We prefer that interagency planning for use of develop
mental disabilities funds be encouraged.

d) We prefer that funds for developmental disabilities be
developed with as few restrictions as possible on types
of developmentally disabled persons eligible.

e) We prefer that funding sources provide suitable time and
support to encourage providers of service.



- l38-·

SIXTH-SEVENTfl PRIORITY

ALTERNATIVE LIVING ARRANGEMENTS FOR THE DEVELOPMENTALLY DISABLED

What Is:

Alternativ', living arrangements for the developmentally
disabled a·re extremely limit ed. On the one hand, there is
inadequate part-time or respite care for all ages of the
developmentally disabled. Specifically, there are too few
baby sitting, nursing or homemaking services for families
with live-in developmentally disabled members, which often
prevent the rest of the family from periodic relief from their
full-time care responsibilities.

On the other hand, there is a lack of group homes, foster
homes, half-way houses, and other noninstitutional living
facilities which provide care and independent living experiences
for the developmentally disabled, on either a part-· or full
time basis. Existing fac iJitles are often inconveniently
located, and are not prepared to deal with certain disabili
ties (such as emotional disturbance or multiple handicaps),
and usually do not provide regular social or educat ional
activities. In addition, their supervisors are oft.en poorly
trained and badly paid.

What is Preferred:

We prefer that a continuum of alternatives for residential
care be available for all ages of the developmentally disabled.
At one end of the continuum, we prefer that professional
part-time care be available, including babysitting, nursing,
and homemaking service, both in and out of the home. We
also prefer that a varlety of community based homelife living
arrangements are available on a full-time basis so that the
developmentally disabled can li,e as independently and
actively as possible. These facilities should be centrally
located and integrated with off-·site community educational,
vocational, recrea tional and transportation servJ.Cf~S.

Finally, we prefer that adequate pay be available for well
trained and qualified individual s to work in Cacili ties
meeting established standards of care.
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SIXTH-SEVENTH PRIORITY

COUNSELING AND TRAINING SERVICES FOR FAMILIES OF THE DEVELOPMENTALLY
DI~:ABLED

(a) COUNSELING

What Is:

Some parents find it difficult to acknowledge or accept their
DD children, others are apathetic toward their children's
conditions, and nearly all worry about how to provide super
vised long-term security (financial, physical, and emotional)
for their children, particularly if they are severely dis
abled. Help for parents who want their children to remain
at home rather than be institutionalized is either unavail
able or inadequate. For example, there is a general lack of
counseling services for parents of the DD; there is a
particular lack of counseling services for helping handle
matters of family str.,ss associated with severe (terminal)
illnesses of multiply handicapped children. In addition,
there is a lack of follow-up services and social advocacy
programs for parents, there are few educational seminars
for parents to learn more about their childrens' legal rights
and social opportunitles and about how to stimulate and work
with them; and there ls little research conducted on the
psychological stresses upon parents of the DD.

flba t is Preferred:

We prefer that there be more help available to parents and
family of the developmentally disabled to help them accept
and deal with their children -- more frequent counseling
services on both an emetgency and on-going basis to include
life span planning, and more research on the psychological
problems and stresses of parents and families of the develop
mentally disabled.
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(b) TRAINING

What Is:

Programs and facilities for training parents and family
of the developmentally disabled about available services
and about skills and strategies for dealing with the develop
mentally disabled child are limil:ed.

Many parent s of the DD do not provide thei r chi] dren .Ii th the
kinds of early experiences conducive to good mental, social,
emotional and physical development. RathE,r, they inhibit
independence and self-sufficiency by withdrawing interest,
over-protecting,. or failing to expose their children to
"real-life" situations. In the extreme,. families of the DD
ignore the abilities or limitations of their children and
may refuse to cooperate closely "ith those able to provid,>
services.

What is Preferred:

We prefer that there be coordinated parent education programs
in all areas of the state to provide knowledge of services
and training for dealing with developmentally disabled
children. We prefer that community-based programs be
developed t.o provide families with the training they need to
cope with the care and problems of their developmentally
disabled members. Parents should have information about "hat
is available for the developmentally disabled. and indivi-
dualized and group instruction (Cram parent training special
ists) in how to teach their children in the areas of language,
motor development, practical living skills, and behavtoral
adjus tment.
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ElGHTH PRIORITY

SE!~VICES FOR POST-SCHOOL DO ADULTS

What Is:

There are gaps 1n the lifespan of service for the post-school
age DO. Gaps occur in at least the following areas in the
post-school age:

a) Activity centers
b) Sheltered workshops
c) COlllll1unity living facilities
d) Recreation and leisure time activities
e) Geriatrics

What is Preferred:

We prefer that a conttnuity of services exist in Oregon
beyond the school age for all DDs to include the availability
of:

a) Workshops or activity centers
b) COlllll1uni ty living,ccommodations
c) Recreation and leisure time activities.
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NINTH PRIORITY

JOB TRAINING AND EMPLOYMENT FOR THE OD

a) What Is:

It is difficult to secure work e>perience training and
adequately paid and suitable jobs for the OD.

What is Preferred:

We prefer that all DD persons have work experience training
at 16 to 21 years of age and that all adults needing work
training receive it too. Programs which provide funds for
vocational training such as Vocational Education Act, VOCH

tional Rehabilitation Division cooperative agreements, and
OJT-NARC funds should be better L tilized and expended to
serve the DO, Workman's Compensation and Bureau of Labor
regulations should be broadened to encourage employers to
participate in work training programs.

b) What Is:

Vocational training programs for the DD are extremely limited.
Existing training programs are often irrelevant and/or
non-redemptive; many exclude certain disability groups or
depend on unreliable IIcontract work" with private industry;
and many are not suited to the needs or talents of the
individuals involved.

What is Preferred:

We prefer that more job training opportunities be available
to the OD in private industry, in government, and in sheltered
workshops and, to the extent possible, these opportunities
be provided within or near the cc,mmunity. We also prefer
that programs not only emphasize adequate training for specific
and relevant skills, but also develop the individual's full
potential. Moreover, we prefer more complete client evalu
ation and follow-up services, more effective cooperation
among the agencies involved in vc,cational training, and more
funds for subsidizing client training.
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c) What Is:

There are insufficient. opportunities for the adult DD to
be employed; most who are employed hold jobs that earn only
minimal wages.

What is Preferred:

We prefer that the DD be given the opportunity to become tax
payers instead of tax burdens ... that potential employers
be made aware that the DD are capable of holding a job ..•
that an advocate go with the DO to act as a liaison between
the employer and the !lD... that, in those cases when the adult
DD earns wages at a level below those necessary for an adequate
income, an income supplement be provided ... and that, to the
extent possible, legi~llation require affirmative action for
the DO: for example, in some cases, it may be feasible to
require that one of each 25 work stations be reserved for
DO workers.

d) What Is:

Job opportunities for trained DDs are very scarce. Although
sheltered workshops are available, they rarely provide
opportunities for permanent employment. There is virtually
no attention paid to job development or job recruitment which
results in minimal job placement of trained DDs. As one
example, there is little employment of the trainable mentally
retarded beyond high school. Moreover, employers don't seem
to understand which jobs can be performed adequately by
the DD, and there is TlO centrally located center that is
able to evaluate the vocational abilities of individual DDs
and help them find jobs by serving as a liaison with potential
employers.

What is Preferred:

We prefer that every trained DO be able to find a job; that
local cities appraise and use the DD (especially the mentally
retarded) in their labor markets; that employers learn to
select jobs that are suitable for each individual; that a
centrally located employment service for the DD be available;
and that a program of permanent -- that is, long-term -
sheltered workshops be instituted.
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e) What Is':

Existing sheltered workshops and activity centers are too
few in number and/or too limited in number of work stations
to "ccommodate the DD who might benefit from such facilities,
e.g." the severely mentally retarded.

What is Preferred:

We prefer that there be an increase in the number of such
facilities and in the identification lInd development of
additional work stations within existing facilities ...
furthermore, that there be a hierarchy of options available
within such facilities for sheltered workshops, ranging from
sheltered work or activity to transitional work to outsidE'
work experience.

f) What Is:

Job opportunities are extremely iimited for all the DDs; it
is especially hard to find jobs that are ~ven slightly
rewarding or that pay adequate wages. In private industry,
DD workers are not accepted for many reasons, such as their
inability to compete with "normal" workers, a lack of under
standing on the part of employers, poor efforts to crE~ate

new jobs, and the inflexibility of labor and insuranCE'
regulations. In the public sector, there is a shortage of
all kinds of sheltered workshops,

What is Preferred:

We prefer that the disproportionately high rate of unemploy
ment among the DD be substantially reduced. There shc,uld be
organized efforts to help the DD identify and obtain jobs
(e.g., through job placement and vocation"l counselln,',
services); to help potential employers understand the DD
and develop a variety of jobs and pay scales for them; and
to work for liberalized regulati"ns. We also prefer the
establishment of more sheltered Iwrkshops (especially those
operating on a proprietary basis), with more training grants
and more adequat.e pay for employees.
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g) What Is:

Many cerebral palsied individuals find it difficult to get
and hold jobs. For all DDs, there is no interim job step
between sheltered workshops and regular job employment.
And for many moderately and mildly retarded adults, the un
availability of insurance seriously limits their opportuni
ties for employment.

What is Preferred:

We prefer that there be earlier and more vocational counsel
ing, training and placement for the cerebral palsied during
and after high school ..• that an interim step be provided by
private industry between sheltered workshops and full-time
employment ... and that employment insurance be available to
those adults who are rnoderately or mildly retarded.
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TENTH PRIORITY

TRAINING FOR THE DD WITH RESPECT TO BASIC LIVING ~;KILLS

What Is:

DD .Lndividuals often lack sufficient skills to prepare them
for independent or semi-dependent living i.n the conununity.

What is Preferred:

We prefer t.o establish basic training programs in self
help skills, social skills and the ability to manage fi.nan
cial affairs.
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ELEVENTH PRIORITY

GHERAL EDUCATION PROGRAMS FOR DO CHILDREN

Wha t Is:

Educational programs for the DO are limited and inadequate.
Some DO children are not in any educational classes. Many
existing programs inappropriately segregate DO pupils into
special classes which isolate them from regular school
programs, or place students of incompatible disorders to
gether in one class. Furthermore, many curriculums are not
sufficiently individualized and public records are poorly
kept. Few educational programs include pre-school and the
18-21 age group.

WhEct is Preferred:

We prefer that all DO children from 18 months to age 21
receive a full-time, publicly supported education adequate
to each individual neE,d.
(Reference PennsylvanIa Decision)




